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Editor's Corner

Have you noticed we've made changes in SEE/HEAR? We appreciate those of you who responded to the

survey about the newsletter which appeared in the July edition. The changes you see are in response to your

suggestions; we hope the rest of you like them. First of all you will see that we have four sections of the

newsletter: Family, Programming, Syndromes/Conditions, and News & Views. The section markers will

make it easier for you to home in on your favorite part of the newsletter. The Family section will include

articles written by family members including children and adults with visual impairments and deafblindness,

parents, brothers and sisters, grandparents, etc. The Programming section contains articles about educational

and rehabilitative programming and best practices. The Syndromes/Conditions section includes information

Editor - Continued on page 9
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Food, Food, Food
By John Jackson, Parent, Nolanville, Texas

^
"I heard there were no calories in Atlanta," our new friend Norma DiMartino stated as Treasa (my wife),

M Norma and I looked at what turned out to be the most delicious pie we have ever tasted. Norma could not have

l|? been more right. The whole week we got food. Food for the spirit, food for the mind, and food for our lives.

^ Treasa and I are the proud parents of Hunter, a wonderful 2Vi year old boy with multiple disabilities. One of

y^ Hunter's disabilities is legal blindness. Treasa, Hunter and I were in Atlanta for the International Conference

of the Association for Education and Rehabilitation of the Blind and Visually Impaired (AER). We were able

to attend the conference due to the combined efforts of Mollie O'Leary from the Texas Commission for the

Blind, Jean Robinson from the Texas School for the Blind & Visually Impaired, and Brenda Frizzell from

Child Team.

No amount of calories could have filled the 690 participants from around the world as they came together to

share, learn and prepare ways to enhance the lives of the population of the world whose physical vision is

impaired. As Treasa and I saw the passion and focus of the participants we were overwhelmed by the realiza-

tion that we and our support staff (which many envy) are not alone, but just a small part of a worldwide effort

to enhance the lives of others. It made us all but cry. To see professionals who volunteered their time to come

and learn new ways to help, instruct, and liberate the lives of the clients was amazing. The power of concern,

love, and focus could have no other effect but to feed the spirit.

While neither my wife nor I are professionals, the sessions were not so advanced that we couldn't get

something from them. The sessions on new research and methods gave us hope for the future. Sessions on

ways we can work with our son at home to improve his vision added to our arsenal. Ideas, ideas, and more

ideas were freely given. When people found out we were parents they were more than free with their time to

answer questions and give us a fresh approach to methods they used. Each person we spoke with taught us

there is so much being done and that can be done. Yes, the calories were rich and filling, but there was always

room for more and more willing to give.

Food for our lives was given from the minute we walked in, and it is still being given. The conference was

so much more than we expected while not knowing what to really expect. Being placed in an environment

such as we were, we could walk away knowing everything is going to keep advancing in a positive direction.

Sometimes I know that parents with children such as ours feel it is a never-ending struggle. Attending the

conference taught me there is an end and it is success. One thing did surprise me, the lack of parents at the

conference. I know that with the experience we had, we will be attending more in the future. You see, to

Treasa and I the question is not how can we, but how can we not? If not us then who?

Good Days, So-So Days, and Bad Days

By Kenyetta Kinney, Student, Coolidge, Texas

Editor 's note: Ann Rash, VI Outreach Education Specialist and Programming Editor for SEE/HEAR
brought this article to our attention. This article was written last year when Kenyetta was in a combined class

of2
nd and 3rd graders. Her vision difficulty is secondary to herprimary diagnosis ofMS, multiple sclerosis. We

appreciate Kenyetta's willingness to share herfeelings with the readers ofSEE/HEAR.

Hi, my name is Kenyetta Kinney. I am a third grader at Coolidge Elementary School in Coolidge, Texas. I

am in a 2/3 (second- and third- grade) class and I also go to special classes for Reading and Math. I go to P. E.,
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Music, and Computers. We also have lunch, recess, and sometimes we have pep rallies. I like school.

Sometimes I have bad days and good days and so-so days. This is because I am not seeing so good. I have

people who come see me. They help me and teach me to get around safe "fl

>When I have a good day I can see very good, and I can get around good all by myself. When I have a so-so

day I have somebody help me to get around safe. When I have bad days I use sighted guide to get around safe.

Sighted guide is when I have to hold on to somebody's arm to get around

In the classroom I use all kinds of things to help me on all my different days. On a good day the teachers *\

blow up my work to make it bigger. On my so-so days I use my magnifying glass and my CCTV. A CCTV
blows up my work, and I look at it on a TV screen. On my bad days my teachers help me practice getting

around safe, and we talk through my work instead of writing. I work very hard on all my different days.

I have to take medicine every morning and at night, and I have to take a shot every Friday. The medicine has

a bad taste, but the shot doesn't hurt. I don't like taking medicine, but the doctor says I have to take it. We have

to go all the way to Fort Worth to see the doctor. My mom takes me, and we always stop and get chicken on the

way home. Sometimes I have to go to another doctor for my eyes. He is in Corsicana. I think I have about forty

doctors sometimes.

I have a bunch of special teachers who come and work with me. I go to Speech with Ms. Tooke. She reads

books to me, and I talk to her. Mary Ann and Ms. Bunch come to see me. They help me work on feeling things

and listening. Tonya and Rhonda come and work with me on sighted guide and asking for help when I need

some. Debra comes to my house and is going to teach me how to cook spaghetti. She also brought me a talking

clock so I can know what time it is. Sometimes people come and visit for only one day. They watch me and

work with me for that day. I like it when all of them come to visit.

I'm really like everyone else. I just have trouble seeing sometimes, and I need some help. Most days I just

like being with my class. Sometimes I think that everybody worries about me too much, but I know they love

and care for me. All the attention bothers me sometimes, and I get embarrassed. That's OK. I have a lot of

jobs. I'm a girl, a lady, a person, a big sister, a daughter, a student, and a kid. . .1 just don't see good some time.

For Your Information:

Parents' Perspectives on . . . Behavior, Communication & Instructional Strategies

On July 30 - August 1, 1998, eighty parents and family members from across the country attended the

national workshop "Going for the BEST: Building Excellence and Strength Together" in St. Louis, Missouri

sponsored by the National Technical Assistance Consortium for Children and Young Adults with Deaf-Blind-

ness (NTAC) and the National Family Association for Deaf-Blind (NFADB). The children of these 80 indi-

viduals represented the full diversity found in the deafblind population, as well as an age range from infant to

young adult. The goal of the workshop was to generate a list of what the participants identified as the most

important practices to parents in the areas of behavioral issues, communication, and instructional strategies in

the education of their child who is deafblind.

Linda Carter, Keith Fansler, Sareth Garcia, Patricia McCallum, and Alison Ricked are the parents from

Texas who attended the St. Louis conference. Kate Moss from Texas Deafblind Outreach, and C. C. Davis, the

Helen Keller National Center Regional Representative for Texas, also participated. We all greatly benefitted

from our involvement, although we were sometimes uncomfortable with the process, since this workshop was
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about the parents instructing the professionals instead of the professionals instructing the parents. It was also

about parents teaching each other about their child's unique needs and learning how those needs were fre-

quently the same and yet sometimes differed from another child with deafblindness.

In a large general session, Jerry Petroff (with help from a variety of staff from NFADB, NTAC, HKNC, and

state deafblind projects) took the parents through a process of brainstorming the critical practices, from their

perspectives, related to communication, behavior, and instruction. Then, through a series of smaller group

activities, this list of practices was refined and ultimately prioritized by the entire group. There were many
interesting discussions throughout the weekend. Parents representing older individuals, babies, children with

additional disabilities, children who used ASL, individuals from minority cultures, each brought up issues

from their unique perspectives. Persuasive arguments were made in favor of a particular wording. Everyone

worked hard to listen openly to what each person offered to the discussion, to really "hear" each other. The

sharing was tremendous. The final document contains only a portion of all the ideas that were put forth by the

group. It does serve, however, as a valuable guide to the issues families want addressed by professionals in the

field of deafblindness, education and rehabilitation, and the community in general.

Keith Fansler from Amarillo, Texas shared these thoughts about the gathering: "I always come away from

these workshops and conferences with a lot of new ideas and information, sometimes it is an overwhelming

amount. Parents always pull together, energizing each other to share their beliefs and concerns. One thing I

have come to realize is that we all come from many different backgrounds and have many unique challenges,

even though all of our children have some type of deafblindness. As I hear parents expressing their concerns,

I start thinking how we all have the same common goal: the best education and jobs, heck, the best life that this

world has to offer our specially challenged children. We are not different from any parent all over this great

nation and around the world. We all want the best for our children; however, sometimes I think we try to

impose what is best for our own child onto other children. We need to step back and hear where families are

coming from sometimes. We need to make sure they feel heard, then honor and respect their beliefs."

What follows is the list of those practices developed by the parents in St. Louis.

PARENTS' PERSPECTIVES ON . .

.

Important Practices in Communication

1

.

Families and professionals need to gain an understanding of various communication techniques, strat-

egies and modes in order to give the child an individualized and appropriate communication system

that reflects the child's assessed needs and respects the family's choice. Children should be provided

with multiple communication approaches including total communication, sign language, pictures and

augmentative communication methods in both home and school environments.

2. Teachers and service providers must understand that all behavior has a communicative function and

should not be a "problem." Individuals who are deafblind should have the opportunity to express their

needs and frustrations without being judged.

3. Each individual who is deafblind should be provided a communication facilitator (certified inter-

preter, trained intervener, teacher assistant, etc.).

4. Training should be provided to ensure that a variety of people are able to communicate with the child.

5. Children and adults who are deafblind should be given the right to communicate and be "listened to"

with adequate time to respond.
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6. Children and adults who are deafblind should be provided with the necessary tools to encourage

acceptance into his or her preferred community (i.e., deaf community or other appropriate communi-

ties).

7. Individuals who are deafblind should be provided the opportunities to succeed, take risks and even

fail.

8. American Sign Language should be offered as a foreign/second language in school and community

settings.

9. Communities and businesses should provide access to communication (in a variety of modalities).

10. Professionals and paraprofessionals should be appropriately trained and required to maintain high

standards of practice.

Important Practices in Instructional Strategies and Program Development

1. A range of housing, supported living, supported and independent work, community, recreation and

social options should be available.

2. Expectations for the child should not be underestimated. Give the child opportunities to succeed, take

risks and even fail in an environment of security, affection, and love. Focus instruction on the

strengths of the individual with expectations for success.

3. Provide activities that are age appropriate and meet the child's needs.

4. Parents should be provided with training which enables them to be advocates for their child (i.e.,

teaching strategies, futures planning, legislation, how to understand the planning process, etc.).

5. Families and service providers need to be able to teach advocacy skills to the child. The process

should continue over a lifetime.

6. It is important for the individual who is deafblind to have a place in his or her community with access

to a full spectrum of life experiences.

7. There should be increased community awareness and choices for persons who are deafblind (i.e.,

social opportunities).

8. Provisions for a continuum of life-long services. Provide continued and non-interrupted services

needed throughout the life of the deafblind individual.

9. It is important for local and state community services to be mandated and funded for deafblind youth

and adults.

10. The deafblind individual must be a valued member of a community that affords him or her a full

spectrum of accessible life experiences.

Important Practices In Positive Behavior Strategies

1 . Behavior is a communicative function that must be understood and acknowledged as communication.
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2. Individuals with deafblindness have unique needs that must be met. Their individual likes, dislikes

and personality must be respected.

/* 3. All service providers, including those in the mental health field, need comprehensive training about

(pj the uniqueness of deafblindness and its impact on behavior. A range of services must also be avail-

able.

4. All persons who interact with the deafblind individual must understand the impact of deafblindness

on life.

5. All deafblind youth and young adults need to be prepared and trained in self-advocacy and leadership.

6. All parents of deafblind children need networking opportunities to share information on behavioral

issues in order to learn new ideas and strategies.

7. Service providers and others should know appropriate, current, and positive behavior strategies and

supports.

8. It is important to provide the individual who is deafblind with a sense of security, affection, love and

patience.

9. Encourage self-advocacy from an early age, focusing on the person first, not the disability.

10. Members of a team and other service providers working with the individual who is deafblind must

understand that medical issues/medication can impact behavior.

Student's Will to Survive with Visual Impairments Brightens School Halls

By Timothy Hatch, Student, Flour Bluff, Texas

Editor 's Note: Toward the end of last school year, one of the Outreach staff shared this article with me
written by Timothy Hatch. It was originally published in the school newspaper of Flour Bluff High School

near Corpus Christi where Timothy, a student who has low vision, was a freshman.

The bell rings. You step outside the door and hear a rush of people come by. Nothing is recognizable. You

can only see light and dark or your vision is so bad you don't recognize your friends across the hall at their

lockers. This is what life is like for sophomores Shannon McGinnis and Marion Webb.

"I can only see five feet in front of me. My vision is 20/1600," Shannon said. That means that Shannon can

see at 20 feet what a sighted person can at 1600 ft.

Getting around school can be very frightening when you first lose your vision, but after Orientation and

Mobility training, it's not any harder than being sighted. Orientation and Mobility is learning to become

familiar with your surroundings, and navigating through your world with a visual impairment.

"Teaching visually impaired kids is different because I have to put myself in their shoes," vision teacher

Michelle Hartig said.

With the help of her friends and Orientation and Mobility training, Shannon can get around school with no
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help. Unlike Shannon, Marion has to deal with getting around in a wheelchair, as well as a visual impairment.

"It's sort of easy because people help me with my wheelchair and they like my monocular," Marion said.

As for me (Timothy), I'm the one always wearing a hat or visor which helps me see. I have 20/80 vision, so

it's hard to see fifteen feet away. The hat helps me by eliminating glare.

^fl

<

It may be hard to tell if Shannon is visually impaired if you don't watch closely. Blind people who are very

outgoing adapt to their impairment faster. However there are times when people notice Shannon's visual

impairment.

"Some people think I have no feelings and that they are better than me," Shannon said. Marion said that she

rarely gets teased.

In a survey, 63% said they would be able to adapt to their visual impairment if they were blinded. The
survey also showed that blind and visually impaired have the same capabilities as sighted people.

"Visually impaired students aren't any different from sighted people. They can see, just not through their

eyes," said freshman Jonathan Valk.

Welcome to Our-Kids <http://rdz.acor.org/lists/our-kids/>

Reprinted with permission

Our-Kids is a "Family" of parents, caregivers and others who are working with children with physical and/

or mental disabilities and delays. We call the list "Our-Kids". While it isn't exactly descriptive, it avoids the

pitfalls of labeling our kids anything but what they most certainly are: The wonderful little people in our lives.

The Our-Kids list consists of over 800 people representing children of varying diagnoses; everything from

indefinite developmental delays and sensory integration problems, to cerebral palsy, to rare genetic disorders.

Over 35 countries are represented on the list now.

Here we can discuss our children's accomplishments and defeats, knowing that the audience includes others

who know what we are going through. We can also get some idea of how others address specific problems/

concerns with feeding, learning, schools, medical resources, techniques and equipment, as well as describing

the problems to friends and family or just coping. A few professionals, organizations and therapists also

monitor and contribute to the list. This list is not for the canvassing of any particular religious or political

ideals nor is it a forum to debate for/against abortion or euthanasia. In fact, the list is not for debate whatsoever.

The sole purpose of this list is for support and information for ourselves and our kids.

My name is Randy, and I represent my son Sean, who is 6 years old and has severe cerebral palsy, spastic-

quad, as a result of severe muconium aspiration. Sean is non-verbal and non-ambulatory. He is very aware

though, has a great laugh, and a horrible grump which he has artfully mastered to effectively manipulate his

daddy. The originator of this list is Ashley, who formed this list in January 1993 on behalf of her son Austin,

who has Angleman Syndrome, on the basis of chromosomal testing.

Some of the kids represented on this list have more severe problems than ours, while others do not. Some

are further ahead in capability and age, while others are not. But all of us and our kids have all benefited in the

areas of support and knowledge thanks to the wonderful participants of this list. Please join us.

7



About the Sibling Support Project

Reprinted with permission from the Sibling Support Project

The Sibling Support Project is a national program dedicated to the interests of brothers and sisters of people

with special health and developmental needs. The Project's primary goal is to increase the availability of peer

support and education programs for brothers and sisters of people with special health and developmental needs.

GOALS OF THE SIBLING SUPPORT PROJECT

To accomplish this goal, project staff:

• create awareness materials (e.g., curricula, children's books, websites, newsletters) for parents,

service providers, and brothers and sisters;

• conduct workshops in each of the 50 states for parents and providers on the life-long issues facing

brothers and sisters and how to start a Sibshop;

• provide technical assistance to those starting a local Sibshop;

• maintain a database of over 200 Sibshops and other sibling programs across the United States;

• conduct Sibshops for Seattle-area brothers and sisters of children with special health and develop

mental needs and

• evaluate the effects of programs for siblings.

MATERIALS

Materials created by Sibling Support Project staff include:

• Sibshops: Workshopsfor brothers and sisters of children with special needs, 1994, by Donald J.

Meyer and Patricia F. Vadasy (Baltimore: Paul H. Brookes). To order call (800) 638-3775. Also

available at Barnes and Noble Bookstores.

• Living with a brother or sister with special needs: A bookfor sibs, 1996, (2nd edition, revised and

expanded) by Donald Meyer and Patricia Vadasy (Seattle: University of Washington Press). To

order call 1-800-441-41 15. Also available at Barnes and Noble Bookstores.

• Uncommon Fathers: Reflections on raising a child with a disability, 1995, Donald Meyer (ed.).

(Bethesda, Maryland: Woodbine House). To order, call (800) 843-7323. Also available from

Barnes and Noble bookstores.

• Viewsfrom our Shoes: Growing up with a brother or sister with special needs, 1997, by Donald

Meyer (ed.) (Bethesda, Maryland: Woodbine House). To order, call (800) 843-7323. Also avail-

able from Barnes and Noble bookstores.

• The National Association ofSibling Programs (NASP) Newsletter. The Sibling Support Project,

CL-09, Children's Hospital and Medical Center, 4800 Sand Point Way, NE Seattle, WA 98105.

• Sibling Support Project Web Page: <http://www.chmc.org/departmt/sibsupp>.

• The SibNet and SibKids Listservs, email-type bulletin boards for brothers and sisters of all ages and

others interested in the well-being of siblings.

For afree subscription, visit the Sibling Support Project Web Page or contact the Sibling Support Project.

The Sibling Support Project receives funding from the U.S. Department of Education, Office of Special Education,
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Personnel Preparation Program. For more information about Sibshops and the Sibling Support Project, contact:

Donald Meyer, Director, The Sibling Support Project

Children's Hospital and Medical Center, PO Box 537 1 , CL-09, Seattle, WA 98 105 ^
phone: (206) 368-4911 fax: (206) 368-4816 email: dmeyer@chmc.org

<http://www.chmc.org/departmt/sibsupp/>

PRESENTING SIB TO SIB!

Sib to Sib! is a newsletter for brothers and sisters. Should you wish, you can subscribe to Sib to Sib!. At the

moment, the subscription to Sib to Sib! is free-and it doesn't get much better than that, eh? To subscribe, write:

Andrew Lanier, Sib to Sib! Editor

c/o Rhoda Berlin

Little Red School House

P.O. Box 992

Lynnwood, WA 9804

It is a pleasure to present a Web version of the Sib to Sib! newsletter! To get to the Sib to Sib! newsletter go

to <http://www.chmc.org/departmt/sibsupp/newsletters.htm>. Written, edited, and published by our Sibshop

friends in Lynnwood, Washington, Sib to Sib! features articles written for and by brothers and sisters of kids

with special needs.

Editor - Continued from page 1

about specific syndromes or conditions that occur with children who have visual impairments and/or

deafblindness such as Usher Syndrome, retinoblastoma, cerebral palsy, ROP, etc. The News & Views section

contains information on legislative issues, resources, workshops, agencies, etc. We will also continue to offer

the newsletter in a range of formats: English and Spanish regular print, and English large print, braille, disk,

and audio. We are also now making the full newsletter, in both English and Spanish, available on the TSBVI

website at <www.tsbvi.edu>. You can also find many articles from past editions of both the English and

Spanish version of SEE/HEAR archived there.

The other big change with SEE/HEAR involves the addition of several more staff members. Joining the

SEE/HEAR publication committee are: Jean Robinson, Family Editor, Ann Rash, Programming Editor, Gigi

Newton, Syndromes/Conditions Editor, and Jim Durkel, News & Views Editor. Returning to Deafblind Out-

reach this fall is one of my dear friends, Craig Axelrod; we are all so pleased to have him back with us. Craig

will take over as Layout Editor. Of course, Berta Green, Production Editor and Edgenie Lindquist, TCB
Editor continue to do the great work I've come to depend on in getting the newsletter out to you. I will serve

as Editor-in-Chief. Once again Jim Allan, Webmaster from TSBVI, Recording for the Blind & Dyslexic, and

Juanita Barker and Stephanie Campbell from TCB in Lubbock will lend their support to our efforts.

Please let us hear from you regarding the changes we have made. Our goal is to make the information in

SEE/HEAR practical, timely, and enjoyable to read. Let us know if you think we are meeting our goal. You

may contact me at TSBVI, Texas Deafblind Outreach, 1100 West 45th St., Austin, TX 78756, phone (512)

206-9224 or (800) 872-5273, or email to moss_k@tsbl.tsbvi.edu.

Let me also encourage you to visit the TSBVI web page. Our web address is <www.tsbvi.edu>. If you do

not have a computer at home, go to your public library. Most libraries now have Internet access. You can find

the web version of our newsletter, publications from our school, plus much more. Check us out!

r
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Orientation and Mobility Training: The Way to Go
By Carolina Martinez, O & M Specialist, TSBVI

with help from Kate Moss, Family Support Specialist, TSBVI, Texas Deafblind Outreach

WHAT IS O & M?

Movement is a building block for learning. As a child explores his world and has physical contact with it,

learning takes place. Children with visual impairments typically need encouragement to explore their sur-

roundings. To them the world may be a startling and unpredictable place, or it may not be very motivating.

Orientation and mobility training (O & M) helps a blind or visually impaired child know where he is in

space and where he wants to go (orientation). It also helps him be able to carry out a plan to get there (mobility).

Orientation and mobility skills should begin to be developed in infancy starting with basic body awareness and

fl movement, and continuing on into adulthood as the individual learns skills that allow him to navigate his world

*y efficiently, effectively, and safely.

Orientation and mobility training actually began after World War II when techniques were developed to

help veterans who had been blinded. In the 1960s universities started training programs for Orientation and

Mobility Specialists who worked with adults and school-aged children. In the 1980s the O & M field recog-

nized the benefit of providing services to preschool-aged children. Today, orientation and mobility specialists

have developed strategies and approaches for serving increasingly younger populations so that O &M training

may begin in infancy.

Cu
WHAT SKILLS ARE TAUGHT THROUGH O & M?

When planning an O & M program for children the focus of training may include such things as:

• sensory awareness: gaining information about the world through hearing, smell, touch and

proprioception

• spatial concepts: realizing that objects exist even if not heard or felt, and understanding the

relationships which exist between objects in the environment

• searching skills: locating items or places efficiently

• independent movement: which includes crawling, rolling, walking, etc.

• sighted guide: using another person to aid in travel

• protective techniques: specific skills which provide added protection in unfamiliar areas

• cane skills: use of various cane techniques to clear one's path or to locate objects along the way

Although Orientation & Mobility Specialists are primarily responsible for O & M training, their work may

not always be done directly with the child. When the child is very young, for example, the O&M may provide

consultation to the vision teacher, occupational therapist, physical therapist, early intervention specialist, and

the family. It is important that an O & M Specialist be a part of the team because it is the O & M who must

build upon these early concepts to meet long-range goals. In Texas, the vision teacher makes the referral to the

O&M Specialist for an O & M assessment.

Even visually impaired children who have motor impairments need training in orientation and mobility.

Though their O&M goal may not be independent travel, they may need O&M to participate more fully in

events in their environment. For example, understanding that your wheelchair is in front of you can help you

find it to assist with the transfer to the chair. Knowing that your switch is on the right side ofyour lap-tray may

allow you to play your CD player whenever you choose, instead of having to wait for someone to come help

you. Even if you are not yet walking, it would probably be good to know that you could listen for the sounds

mom is making in the kitchen to help you find your way to her.
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Children who are deafblind also need orientation and mobility training. Because their other distance sense

(hearing) is affected, orienting to their environment and traveling safely becomes even more important. Orien-

tation and mobility specialists have specific knowledge which is critical to the child with deafblindness.

Orientation and mobility is important for every visually impaired child. It does not matter how young or old

he is, how physically active or inactive, how much vision he has, or how smart a child he is, there are probably

skills that he needs to develop or refine in the area of orientation and mobility.

LOOKING AT O & M SKILLS

Sensory awareness

When a child can not access his world efficiently through his vision, he must learn to use his other senses

more effectively. Systematic instruction is needed to develop the other senses for use in travel and finding

things in the environment. He must understand that some of the sounds and smells and textures he experiences 5J
can be used as permanent markers (landmarks) to let him know where he is in the world. Other pieces of

information may be there sometimes and not at other times (clues) such as the sound of the water fountain.

Developing sensory awareness is critical for the child with visual impairments or blindness.

Sounds, when not paired with clear visual information, can be very confusing. Try sitting in a busy mall or

park for a period of time with your eyes closed. You will probably hear sounds you can't identify and be

tempted to open your eyes, to try to pair a sound to its source. You might assume that sounds which get louder

and louder are coming towards you because of your visual knowledge of the world. A child with a visual

impairment may not make the same assumption. The ringing noise he hears may not mean "telephone" or that

the honking sound may not mean "car." He needs help in learning to use his hearing to interpret the world

around him. If his hearing is impaired even to a small degree that task will become much more difficult. Close

your eyes and plug your ears while you stand on a busy street corner. Can you tell which way the traffic is

flowing or when it will be safe to cross the street? Are you startled or distracted by other noises you hear?

Children need to learn to localize sounds and use sound clues for orientation, straight line travel, and safety.

Though we may not be aware of it, we know much of the world through touch. However, if the things you

touch or that touch you feel funny, or hurt, you may become resistant to using touch to examine things in your

environment. Touch alone may not be helpful in identifying an object if you can't touch the whole object at one

time. Is the furry thing a cat or a rabbit? If you aren't touching the ears or the teeth or the tail you might not

know. Developing the tactual sense will help the child in ways that range from finding a toy he dropped on the

floor to feeling the difference between the curb and the street with his cane.

Normally I don't pay much attention to smells unless they are extremely pleasant or offensive, but I might

use that kind of information to help me know exactly where I am in certain environments. Smells can also

serve as landmarks and clues for environmental awareness. For example, the smells that can be found in my
kitchen differ greatly from the smells in my bedroom. I can also smell food being cooked near mealtime in my
kitchen, but after a meal I am more likely to smell the soap used in the dishwasher. If I am looking for a clue

to my location, I need to know that both of those smells might mean I'm in the kitchen. The gym at school,

unlike my kitchen at home, might always smell about the same. If I have no sight, this smell, especially

combined with other clues and landmarks, might help me know that I am in the gym.

It is important for children with visual impairments to participate in activities that enable them to fully use

their other senses. Learning to interpret the information they tune in to is equally important. Parents and

educational staff, with support from the O & M, can do a lot to help children develop their other senses.

11
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Spatial concepts

"Go down the street three blocks and turn right at the corner. I live in the upstairs apartment of the large, red

brick building on the left." Pretty clear directions right? What if you don't know "blocks" and "corner" or

"upstairs" and "left"? Doesn't "down" mean under? How large is "large?" When vision is impaired these

concepts are much more difficult to understand and need to be taught. How do you teach the concept of

"corner" without vision? Do you touch corners or draw corners? If you can touch a corner or draw a corner,

where do I find the corner to touch when I am walking along the street?

Orientation and mobility specialists work to develop distance, size and directional concepts in children with

visual impairments. Mom and Dad, and Mrs. Henry the art teacher, may work on these concepts too, but

having the support of an O & M would likely make their job much easier.

Our joints and muscles give us feedback about where our body parts are positioned. This is our propriocep-

tive sense. Proprioceptors located in the muscles and joints tell us if we are slumping or standing up straight,

if our fingers are curled or extended, etc. Our vision system and our proprioceptive system work closely

together. When vision is impacted, so is our proprioceptive sense. Children with visual impairments generally

need help to learn where their bodies are in space, and in relation to things in the environment. The physical

therapist and occupational therapist, along with the O & M, can work directly with the child. They may also be

able to suggest specific activities for the family, to help their visually impaired child develop the propriocep-

tive sense.

Independent movement

Most children with visual impairments are capable of learning routes in familiar environments. They learn

to use landmarks and clues to help them know where they are along a particular route. They learn specific

adaptations to aid them in their movement. These might include understanding that tactual markers on door-

ways identify the gym or the restroom, using an adaptive mobility device or a cane to identify obstacles and

drop-offs, or locating a street sign using a monocular. A primary goal of orientation and mobility training is to

help each child with visual impairments achieve independent movement to as great a degree as possible.

Some children may be preparing to get a dog guide, or learning how to access public transportation to get

across town to a job. For children with additional disabilities, independent movement might focus on traveling

independently in a wheelchair, or learning how to help get yourself into a van using a lift. It might mean

helping the child learn to control the speed of movement on his walker as he goes down a ramp.

Independent movement is tied to growth in other areas, such as communication and socialization. For

example, though a child may not be able to tell you he's hungry, if he can take you to the kitchen you will

probably understand that he wants something to eat or drink. Peers are more likely to invite your daughter to go

to the mall if she can keep up with the group by using sighted guide technique or traveling with a cane. Going

where we want when we want gives us control and allows us to make choices.

ELECTRONIC AIDS FOR ORIENTATION AND MOBILITY

There are a variety ofO&M devices that individuals with visual impairment use. Most are considered "low

tech" because they are very simple devices, typically a cane or adaptive mobility device. These are the devices

that most people with visual impairment will use for two good reasons: (1) they are relatively inexpensive to

purchase and maintain, and (2) you typically must be able to use these basic devices (especially a cane) before

you can learn to use other types of mobility devices or strategies such as ultrasonic technology or dog guides.

Your O&M specialist can show you canes and adaptive mobility devices and will be able to dispense these
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"low tech" devices to your child. There are also other O&M devices, more "high tech" and less well known,

that we thought you might like to learn about. These devices can only be issued by an O & M Specialist with

ETA certification. The ETA certified O&M Specialist must also provide training in the use of these devices.

Non-ETA certified O&M Specialists may not dispense or train individuals using these devices.

The Sonic Pathfinder is a head mounted ultrasonic mobility device designed for outdoor use in conjunc-

tion with either a long cane, dog guide or residual vision. The Sonic Pathfinder gives the user advance warning

of objects which lie within the travel path. The distance and position of a detected object is signaled via the ear

pieces using the eight tones of the musical scale. Price: $1695, plus $20 shipping & handling.

The Sensory 6 detects objects that are farther away than a long cane, and the user hears tones that indicate

the distance to the objects. As objects are approached, the tones become higher pitched. The Sensory 6 is not

intended to be the only travel aid. It should probably be used in conjunction with another aid, such as a cane.

Price: $975, plus $15 shipping & handling.

The MOWAT Sensor is a small hand-held device that uses high frequency sound to detect objects within a J*

narrow beam. The entire sensor vibrates if an object is present. To avoid confusion, the sensor responds only

to the closest object within the beam and the vibration rate increases as the user approaches the object. Price:

$995, plus $20 shipping & handling.

The Polaron is a compact aid that utilizes ultrasonic technology to detect objects within four, eight, or

sixteen feet. The Polaron may be used as a secondary aid to a standard long cane, or with a guide dog. When
an obstacle is within range, the Polaron either vibrates or emits a sound. The Polaron is designed specifically

for the blind, visually impaired and deafblind wheelchair user. Price: approximately $900.

The Wheelchair Pathfinder is a set of small rectangular boxes mounted to the front of the wheelchair. ^
Lasers point downward while ultrasonic beams are transmitted in front and to the sides of the wheelchair. L J

When the beam contacts an object, it bounces back to a receiver, triggering an audible warning signal or

optional tactile signal. The Wheelchair Pathfinder has forward detection (an intermittent beeping sound), side

detection (a continuous tone on the side where the object is) and step detection (a low pitch signal within 4 feet

in front of a drop off). Price: approximately $4,500.

The Laser Cane operates with three lasers that emit invisible beams of light from the cane. The beams

detect drop offs and obstacles at different heights and distances. In this way, the cane provides the user with

advance warning of obstacles in his/her path through an audible and tactual alarm system. There are three

distinctly different audible tones: high, middle, and low pitched. The vibrating unit, known as the tactile

stimulator, signals the index finger when there is an obstruction straight ahead. Price: approximately $200.

For more information on these electronic devices contact: MSI Mobility Services Inc., 761 Peachtree St.

Suite 3, Atlanta, GA 30308, phone (800) 876-2636. Similar devices may be available from other companies.

TSBVI does not intend to recommend these products over any other.

CONCLUSION

Independent movement is critical for all children with visual impairments. Orientation and Mobility spe-

cialists are trained to provide instruction which will enable children with visual impairments to reach their

highest level of independence. The services provided by an O & M may not always need to be delivered

directly to be effective, but even infants or children with multiple disabilities need the special support of a

trained Orientation & Mobility Specialist. Make sure your child's O&M needs are being addressed as a part

of his/her school programming. You may want to meet with your school's Orientation and Mobility Specialist

to discuss your concerns. If your school district does not have its own O & M, ask your child's vision teacher

to help you connect with the O & M at the Regional Education Service Center or Special Education Co-op in

your area. Orientation and mobility training...it's the way to go.

13



RESOURCES ON ORIENTATION & MOBILITY

Association for Education and Rehabilitation of the Blind and Visually Impaired (AER)
Division 9, Orientation and Mobility

4600 Duke Street, Suite 430

Alexandria, VA 22304

(703) 823-9690

Living Book Online - Orientation and Mobility Book
<http://isd.saginaw.kl2.mi.us/~mobility/index.htm>

Reaching, Crawling, Walking . . .Orientation and Mobilityfor Preschool Children by Susan S. Simmons,

Ph.D. and Sharon O'Mara Maida, M.Ed, available from the Blind Childrens Center, 4120 Marathon St., Los

Angeles, CA 90029, phone (213) 664-2153 or (800) 222-3566, web page <http://www3.primenet.com/bcc/

about.htmx

O & M Around the World
By Rhonda Adams, COMS, Education Service Center Region 12

This summer I had the opportunity to attend the ninth International Mobility Conference in Atlanta, Geor-

gia. This was truly one of the greatest experiences ofmy professional career! It was awesome and amazing to

sit and talk with other O&M Specialists from all over the world, to see where their needs are, the research they

are developing, and the difficulties they face.

During the pre-conference, at any point in time, I would find myself sitting next to O & M specialists from

Uganda, Botswana, Denmark, Bahran, Saudi Arabia, Estonia, Australia, Israel, Poland, South Africa, Fiji,

Mexico, Spain, Japan, China, Canada, and other places. It was nice to see that many of the problems I face in

the USA are the same problemsO&M Specialists face the world over. I found it very heart wrenching to listen

to international O&M Specialists discuss their case loads. In Alberta, Canada there are threeO&M Special-

ists, and each has a caseload of ninety. There is no O & M in the country of Botswana. That country is trying

to start a training program for O&M, but is having difficulty finding a sponsor. In Uganda there are an

estimated five-hundred-thousand individuals with visual impairments. Only fifty of these individuals have

received O&M services, and that thanks to training sponsored by Norway.

I was also struck by the amounts of research other countries are doing. There was research presented by the

USA, but not nearly as much as is being done in other countries. Germany is finishing up research on infant

and toddlerO&M training. They are also designing an assessment based on their findings. This research is

not yet available in English.

I also had the opportunity to visit with vendors from all over the world. I saw the ultimate in travel canes.

It is manufactured in Germany and costs approximately $220 dollars (U.S.). It seems that the socialized

medical system allows for higher prices. I also saw firsthand the advancements in cane tip manufacturing, new
and more flexible canes (color coded), and the advancements in audible street signals.

I came away from this conference with a new and refreshed view of O &M and the impact our profession

has on the consumers of our services. The next International Mobility Conference will be in the summer of

2000 in Warwick, England. It looks like it will be very affordable! Start making plans now to attend. I promise

it's worth it!
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Hand-Over-Hand Guidance: What Lesson Do We Teach?
By Andrea Story, Anchorage, Alaska

originally published in The National Newspatch, November 1997

reprinted with permission

Independence is emphasized in much of the literature concerning young children who are blind. In the

revised edition of Can 't Your Child See? A Guidefor Parents of Visually Impaired Children it states that, "The

more they (parents) teach the child to function independently in the first three or four years, the less they will

have to do later (Scott, Jan, Freeman, 1985)." But how do you "teach" independence to a one-, two-, or three-

year-old child without sight? How do you bring the world to the child and how do you teach skills such as

putting on a jacket without making the child dependent on constant prompts and cues? It has often been

observed that many children with visual impairments, especially those with additional impairments, are much
more passive than their sighted peers. They seem to think of themselves not as a doer but as one who must wait

for assistance or a prompt.
jjg

Literature on young children with blindness often mentions the "fairy godmother" syndrome. The child has A
little information to make the connections of how and why things are appearing and disappearing within their

world. There is also the concern of imitation: how do you show a child how to eat with a spoon if they can't

see how others are doing it? The solution offered for these concerns has often been a hand-over-hand guide

technique. The adult holds the back of the child's hand and the child is guided to the objects to be explored and

guided through the motions of the activity to be learned.

Some have begun to question and reject this method. Dr. Lilli Nielsen of Denmark noticed that children

often pulled away when an adult attempted to direct or guide the child's hands. Lilli writes, "I changed my
approach so that guiding or leading the child's hand was used infrequently. This resulted in the children

seldom withdrawing their hands. On the contrary they became more eager to initiate exploration and examine

objects, thus improving their ability to grasp and to use their hands in various ways." (Nielsen, 1992)

Watching Nielsen play with a child, one can see how touching the inside of the child's hand with an object

elicits a grasp quickly and much more independently on the child's part than forcibly placing the child's hand

on the same objects. Once the child is motivated by the objects, a reach and grasp can be elicited by a sound or

vibration nearby. The children she has worked with at her presentations often begin to imitate activities such

as strumming a stringed instrument, blowing into a harmonica, or dropping balls into a container. The

children's hands were never guided, and they stayed actively engaged for up to an hour. The children's parents,

teachers, and therapists are often amazed at how much the child would do for Lilli. A bigger challenge may be

the very passive child who moves very little. It will take these children longer to learn, and small steps should

be appreciated when they do occur. As Lilli has said, these children do not have time to waste.

Enthused by Nielsen's results, many who attend her lectures focus on equipment such as the Little

RoomrrM), and yet continue to guide the child's hand. The child's reaction is most often to pull their hands

away, or to passively allow their hands to be manipulated. It is an issue that I still struggle with, for although

I have seen some wonderful results in using alternatives, I still have to sit on my own hands sometimes to stop

myself from guiding a child's hand. Even if I do restrain my own hands, I still have to convince educators,

therapists, and parents that there are alternatives. Fortunately, some of the parents I've worked with have had

success with getting their children to hold their own bottle, finger feed, and eventually spoon feed without

guiding/controlling their child's hands. These successes make me question the standard advice given parents

and others about teaching a child without sight.
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Hand-over-hand guidance is recommended in most of the literature (or at least there are photos or videos

demonstrating it). For a sighted person, it seems an almost instinctual response to guide the child's hands.

Some children protest the guidance but eventually come to accept it and wait for "their turn" to explore. How
frustrating to have to wait to explore something yourself! One child that I worked with seemed to actually

enjoy the hand-over-hand guidance for finger plays and songs but was still quick to push the adult's hands

away if the activity or object was unfamiliar to her. Other children seem much more affected by the technique

and become more passive, or more defensive, to touch. These children do not repeat the skill by themselves

after being guided. It should be considered that this technique of guiding a child's hand has been used too often

and too quickly. Often it seems that the sighted person forgets or is unaware of the unique perspective of those

that are blind. Martha Pamperin wrote about this perspective on the AER listserv recently.

"As I, a blind adult, go about getting myself a cup of coffee, I may (1) search the shelf factually to locate cup

and coffee pot, before (2) pouring the coffee. This preliminary search is normal for me, especially if I am at the

[*\ home of a friend. It does not, however, look normal to the watching friend. Often as not, the friend concludes

*j that I am not able to pour coffee and does it for me or watches in amazement as I do it myself. Since a blind

person, at the beginning of a task, uses a tactual search to substitute for the visual search made by a sighted

person, blind people can "look" unable when they are actually very able indeed."

8

Martha compares the sighted method vs. the tactual method of putting a jacket on.

"While the sighted kindergartner ( 1 ) sees the arm hole where his arm needs to go, and (2) puts his arm right

in, the blind child will probably ( 1 ) aim his arm in the general direction of the arm hole and touch the front or

back of the jacket, feel around to find the arm hole, then (2) put his arm it. It is hard to resist directing the arm

into the arm hole or moving the jacket. . . . The tactual search and the pause for auditory searching may make

us look blind, but, surprise, surprise, we are blind. Consider the beauty of gently searching hands and the

wonderful awareness of the listening posture. Wait, let it be."

Another educator who is searching for alternatives to controlling hands is Barbara Miles, who presented a

workshop entitled "Hands: Tools, Sense Organs, Voice" at the 1997 National Conference on Deafblindness.

Barbara listed this topic, among others in her agenda; "skillful ways of touching and inviting touch, including

alternatives to "hand-over-hand" techniques." Barbara showed a video in which she gained the trust of a child

described as tactually defensive. Barbara used her hands to "invite" and "comment" on objects and activities

rather than directing his activity. Her hands followed the child's very gently, and were slightly under the child's

hands rather than over them, thus allowing the child to know that his tactile attention was shared. From this

hand-under-hand position, the teacher could gently invite the child to touch an object or person without con-

trolling. This freedom resulted in dramatically increased hand activity.

Consider the O&M technique of the sighted guide. We are taught that the sighted guide does not hold onto

the blind person's arm and pull—that would take all control away from the one being guided. The guiding

must be invited and even then it is understood that the one being guided will have a harder time repeating the

route by themselves because the guide-ee is dependent on the guide-er.

Hand-over-hand guidance has been promoted as a catchall solution without much question as how it is

done, when, and why. The challenge remains in our work with young children to explore this issue of teaching,

yet still promote independence.

If you want more information about the National Newspatch please contact: Marilyn Gense, Oregon De-

partment of Education, 255 Capitol St. NE, Salem, OR 97310-0203, phone (503) 378-3598, ext. 653, email:

marilyn.gense@state.or.us.
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Read Any Good Books Lately?

Compiled by Ann Rash, Teacher Trainer, TSBVI, VI Outreach

A vision loss impacts all areas of development. As vision teachers, we do not always have the expertise we
need in motor and language development. We usually work closely with the speech therapists and occupational

therapists but they do not always have the needed expertise on the impact of the vision loss. A possible solution

would be to read and share these two new booklets from the TSBVI curriculum department, written by an OT
for OTs and a speech therapist for speech therapists.

FOR OTS AND PTS

Excerpted from Impact of Vision Loss on Motor Development: Informationfor Occupational and Physical

Therapists Working with Students with Visual Impairments by Chris Strickling, OTR (Pages 13-14).

Mouthing Persists ^0

Mouthing gives information about temperature, composition, texture, shape, and weight. This information w
is sometimes unavailable through other means for the child with low vision or blindness, so mouthing will U
sometimes persist up to age 4 or 5 or beyond. Children with low vision also use their chins and mouths as

stabilizers. They are reluctant to put the objects down because putting an object down often means losing it.

Mouthing usually diminishes as pincer grasp is developed, which can be quite late for these children.

Possible Interventions:

Ask yourself these questions when considering whether or not to intervene in mouthing behaviors:

Is there functional use of objects, orjust mouthing?

If the student already has some functional manipulation schemes with objects, redirect the mouthing behav-

ior to more appropriate manipulation. If not, try to engage the child in a meaningful action on the object as a

replacement. Teaching more meaningful interactions with objects will often result in a decrease in mouthing.

Is this the child's only way to explore the object?

If the child is not yet ready for manipulation schemes, then helping the child explore the object will expand

the child's exploration. Using the object in a game, adding pressure to the object and contacting the body with

it; and adding texture, vibration, or sound to the action of the object are all ways of increasing exploration. In

some cases offering more and different objects to explore orally before attempting to move the child from

mouthing to a more mature exploration may be helpful. Alternatives for appropriate oral stimulation should be

considered if mouthing is being used to increase sensory awareness.

Is the mouthingfor exploration orjust a way to retain the object?

Teach the child how to keep an object within grasp by providing a container, placing it in a pocket, or

establishing some other place for it. Mouthing is sometimes just a way to keep objects close at hand.

FOR SPEECH-LANGUAGE PATHOLOGISTS

Excerpted from Language Assessment and Intervention with Children Who Have Visual Impairments: A

Guidefor Speech-Language Pathologists by Maria L. Munoz, M.A., CCC-SLP (Page 22).
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Effective Intervention Strategies

Visually impaired children who also have language impairments may have difficulty relating the language

they hear to their sensory experiences, so these connections must be taught explicitly. Children need to relate

sensory events to the language of an event. Developing these relationships helps children learn to organize and

interpret information. One effective strategy is to modify what the child is already doing to make it more

functional. Children who are echolalic or who use only question forms are trying to fulfill particular commu-
nicative functions, such as commenting, requesting, or maintaining an interaction. An SLP can model more

appropriate language for the child to meet these functions.

When working with children with visual impairments, these additional guidelines will enhance the effec-

tiveness of intervention strategies. Such strategies should:

• Be concrete and experientially based using multisensory approaches, including touch, taste, smell,

hearing, and vision

• Be relevant to the child's daily experiences

• Facilitate the generalization of skills

• Expand the child's repertoire of meaningful topics by providing the language needed to talk about

familiar events

• Be structured to make novel experiences more comprehensible AND
• Develop associations between concepts and the child's experiences.

Q (Both of these booklets are available from Texas School for the Blind and Visually Impaired for $5 each.)

m
& FOR VI TEACHERS SERVING CHILDREN WITH VISUAL AND MULTIPLE IMPAIRMENTS

Vision teachers are often asked to assist or adapt classrooms for students with visual and multiple impair-

ments. Many VI teachers are comfortable adapting the classroom but become frustrated when asked to design

the schedule and all of the activities for the student with the visual impairment. Teaching Students with Visual

and Multiple Impairments: A Resource Guide by Millie Smith and Nancy Levack is a resource for classroom

teachers and vision teachers. An excerpt (Pages 152-153) follows:

Establishing a Schedule of Meaningful Activities

Activities can be meaningful to students for a variety of reasons. They may value the activity because

family, peers, and teachers value it. They may enjoy it because it relates to personal likes and interests. Or it

may be significant only because it provides an opportunity to interact with people whose company they enjoy.

Activities are usually more meaningful when they are a regular part of students' lives and when students

understand the outcome of participating in an activity and value that outcome.

In the past, many self-contained special education classrooms were designed with a combined medical and

developmental model. A student's schedule consisted of various therapies, positionings, diaper changes,

medications, and meals. Toys, stacking rings, puzzles, and stuffed animals were provided regardless of age.

Today, we know that a better approach is to establish a daily schedule for a student which integrates special

services into meaningful activities. However, special services can't be integrated until activities are estab-

lished. Teams switching from a medical/developmental model can use inventories to generate ideas for activi-

ties. In inventories, typical environments are listed for a given student. These might include cafeteria, class-

room, gym, bathroom, music room, and playground. Next, at least one meaningful activity for each environ-

ment is identified.
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A sample inventory of environments and activities for a 10-year-old nonambulatory, nonspeaking student

with low vision might look like this:

Sample Environment/Activity Inventory

ENVIRONMENT ACTIVITY

cafeteria Eat breakfast and lunch.

classroom Clean chalkboard using a sponge mop.

Play bingo with classmates.

Play cassette tapes.

Make snack.

gym Race in wheelchair relays.

Throw basketballs in a basket.

i
bathroom Wash hands.

Toilet.

music room (with regular ed class) Play rhythm instrument while peers sing.

Record and play back songs.

playground Turn the rope for jump rope.

Hit T-ball with bat and run bases with peer

assistance.

3

z

1

The chalkboard-cleaning activity was chosen for this student because she likes water and enjoys squeezing

the sponge mop out in a pan of water. Typical peers also have chores. Playing cassette tapes was chosen as a

recreation/leisure activity in order to give her a chance to learn to play her favorite music independently using

adaptive equipment. The direct implementors of instruction are the classroom teacher and the paraprofes-

sional. The VI teacher assists by planning modifications and adaptations and by role releasing procedures for

teaching specific sensory skills.

(This book is available from the Texas School for the Blind and Visually Impaired for $40.)

If you are interested in other books and materials available through TSBVI, please contact our Curriculum

Office by mail at 1100 West 45th St., Austin, TX 78756, phone (512) 206-9183, or visit the TSBVI website at

<www.tsbvi.edu>.
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Cerebral Palsy and Children with Vision and Hearing Loss
By Stacy Shafer, Early Childhood Specialist

& Kate Moss, Family Support Specialist, TSBVI, Outreach ^

WHAT IS CEREBRAL PALSY?

Cerebral Palsy or CP is a condition that is mainly characterized by an inability to fully control motor func-

tion. This may include muscle tightness or spasm, involuntary movement, and/or disturbance in gait and

mobility. It is NOT a disease, is not communicable, and is not progressive. It is caused by damage to the brain,

rather than muscles. This damage can occur before, during or shortly after birth. Lack of oxygen, illness,

poisoning, and head injury are some factors that can cause cerebral palsy.

People who have CP may also experience a range of conditions in addition to impaired motor function.

These may include:

• abnormal sensation and perception

• impairment of sight, hearing, or speech

• seizures

• mental retardation

• difficulties in feeding, bladder and bowel control, and breathing (because of postural difficulties)

• skin disorders (because of pressure sores)

• learning difficulties

CP can range from very mild to very severe. No two people are affected in exactly the same way. Some
children with mild CP may not be diagnosed until after they are two years old.

There are three main types of CP:

• Spastic which produces stiff and difficult movement
• Athetoid which produces involuntary and uncontrolled movement
• Ataxic which produces a disturbed sense of balance, position in space and general uncoordinated

movement

It is important to note that these three types of CP may also occur in various combinations.

Physical therapists who work with children who have CP will often describe the child as having low tone

(hypotonia), high tone (hypertonia), or fluctuating tone. Other terms you may hear them use in discussing CP
refer to the area of the body affected by the brain damage. Problems to one side of the body are referred to as

hemiplegia. Quadriplegia occurs when the individual has upper and low body involvement. Diplegia de-

scribes lower body involvement and paraplegia describes upper body involvement. (Harris, 1987)

VISION ISSUES

"Over 40-75% of children with cerebral palsy have some form of a visual problem or impairment." (Black,

P.D., 1980) They may have an acuity loss, field loss, oculomotor problem and/or a processing problem. These

conditions often result in visual concentration issues and/or problems with eye-hand coordination. It is very

important that an eye care specialist be consulted regularly for possible treatment, including glasses, eye patch-

ing, surgery, etc.

Acuity loss

An acuity loss typically makes things appear blurry. Nearsightedness (myopia) and farsightedness (hypero-

pia) are types of acuity loss caused when the image does not hit the retina correctly (refractive errors). Glasses
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are prescribed to help improve refractive errors. Those of us who have an acuity loss and wear glasses know
how much information we miss from our environment when we don't have our glasses on. Glasses are very

important for a child who has CP and acuity loss. Glasses can greatly improve incidental learning or learning

that takes place by observation.

Field loss

The field of vision is everything you can see when you look straight ahead which is normally about 180

degrees in all directions. A field loss means that part(s) of the field is missing. Types of field losses include:

• hemianopsia: right or left, upper or lower half of the field is missing,

• central loss: like holding your fist up in front of your eyes,

• scotomas: isolated spots are missing from your vision,

• islands of vision: you can see only scattered spots, and

• peripheral loss: you can see straight ahead but misses information from the sides

Oculomotor problems

An individual with CP may also experience conditions with their eye that can affect depth perception and

smooth movements of the eye. These are called oculomotor problems and include:

• eye turns in towards the nose (esotropia or esophoria),

• eye turns out towards the ears (exotropia or exophoria),

• eye turns up (hypertropia or hyperphoria),

• eye turns down (hypotropia or hypophoria),

• eye misalignment due to muscle imbalance (strabismus),

• lazy eye (amblyopia)

Processing problems ^
This means that the child has problems making sense of visual information. Cortical visual impairment or

CVI causes processing problems. CVI can cause the vision to fluctuate from day to day and minute to minute.

It can also impact depth perception and cause a field loss.

Visual concentration and eye-hand coordination (/!

Children with CP may also have problems with visual concentration and/or eye-hand skills. Many of the

children expend so much energy and concentration on keeping their body upright, controlling an accurate 2
reach, etc. they have little left over to use for visual tasks. Asking some children with CP to hold their body in O
alignment, look at a toy and then reach for it, might be like asking you to read War and Peace and put a bicycle

together while serving your mother-in-law high tea. We are asking the child to do too much at one time. If we

can support and stabilize his body, he will be able to concentrate on looking and reaching. If trunk and head (/)

control is the skill you want to work on, you may not want to use a visual toy as a motivator. As a team you

need to consider the types of demands you are placing on the child within any given activity.

HEARING LOSS AND LANGUAGE PROBLEMS

"Robinson (1983) noted that 20% of children with cerebral palsy display hearing or language problems."

(Anthony, T. 1993) Typically the hearing loss is sensorineural. Beyond that, not much research has been done

to date on hearing loss and CP. It is important, however, that children with CP also have their hearing assessed,

especially if they also have a visual impairment.

Children with CP often have speech problems. This happens because the muscles that are used in produc-

ing speech (in the tongue, throat, lungs, etc.) are impacted by the CP, a condition known as dysarthria. Their
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speech may be slow and slurred. Their voices may have a very nasal quality (hypemasal) if too much air comes

through v.he nose or sound like they have a bad cold if too little air comes through the nose (hyponasal). The

child's facial features may also seem distorted when they are speaking. A speech therapist should be consulted

to determine if a therapeutic approach might help the child with these problems.

Many people consider using voice output devices with individuals who have CP. Before making such a

recommendation, it is important to thoroughly evaluate the child's hearing. His ability to use such a device will

be impacted by how well he hears. He may also have problems hearing what the teacher says, participating in

group discussions, or any other tasks that requires the use of hearing. If hearing and vision losses are both

present, an educational approach for deafblindness should be used.

LEARNING PROBLEMS

Other problems that may impact learning for some children with CP include learning disabilities, mental

retardation, and seizures. Good assessment should insure that these issues are appropriately addressed in

developing the IEP and providing the necessary adaptations, modifications and related services the child needs

to be successful.

BENEFITS OF A TEAM APPROACH

It is critical that everyone who works with the child share information and ask questions. The parent,

teachers of the visually impaired and hearing impaired, occupational and physical therapists, assistive technol-

ogy specialist, orientation and mobility specialist, ophthalmologist and audiologist, classroom teacher and

others have vital information that is necessary to consider when building a successful program for the child.

When the team is designing activities for the child to participate in at home or at school, here are some of

questions you might want to ask each other:

Z • What does the child like to do?

C • Are there activities that pose problems because the child doesn't seem to pay attention (i.e., shift

gaze, focus on person or object, tracking, use good eye-hand coordination)? What are these

activities?

%
\A • Which position(s) is best for visual activities? Auditory activities? Hand-eye activities?

u
& • How do I get the child into each of these positions? What tips do you have for getting the child

jg into these positions without hurting the child or the adult?

% • What positions place high energy demands on the child?

• What positions make it difficult for the child to use her vision? Hearing? What other types of

activities can she do in those positions?

• Will the child need any special equipment for positioning in various activities?

• Will the child's hearing aid be adequate for the activity or should other devices such as an FM
system be considered? Are any low vision devices needed for the activity? What about

augmentative communication devices?

• How will his hearing aid and/or low vision devices interface with adaptive equipment and

augmentative communication devices?
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RESOURCES ON CEREBRAL PALSY

Organizations

Look in your phone book for your local Cerebral Palsy Center or contact

:

United Cerebral Palsy Associations

1660 L. St. NW, Suite 700

Washington, DC 20036-5602

(800) 872-5827 (voice) or (202) 776-0406 (voice)

(202) 776-0414 (fax)

(202) 973-7197 (TTY)

<www.ucpa.org>

American Academy for Cerebral Palsy and Developmental Medicine (AACPDM)
6300 North River Road, Suite 727

Rosemont, IL 60018-4226

(847) 698-1635 (voice)

(847) 823-0536 (fax)

Email: woppenhe@ucla.edu

Website: <http://aacpdm.org/>

This organization is a multidisciplinary scientific society devoted to the study of cerebral palsy and other

childhood onset disabilities, promoting professional education for the treatment and management of these

conditions, and improving the quality of life for people with these disabilities.

Internet Resources

<http://hometown.aol.com/anee/index.html> ^
This is a site whose webmaster has cerebral palsy. This site provides good basic information as well as 2

links to other sites dealing with cerebral palsy. Keep scrolling down and you will find information about p
cerebral palsy and visual impairments. 5

CP Tutorial - The Children's Medical Center of the University of Virginia offers this wonderful tutorial for

parents, kids, and others related to CP. Check it out at: <http://hsc.virginia.edu/cmc/tutorials/cp/cp.htm>. ^

Books, Papers, and Videos Z
D

Bobath, B., and Bobath, K. Motor Development in the Different Types of Cerebral Palsy, 1975, Publisher:

Heineman, London.
Zw

Finnie, Nancy. Handling Your Young Cerebral Palsied Child at Home, ISBN 0-452-26658-0, Publisher:

Penguin USA, Phone: (800) 253-6476, PB $14.95.

Geralis, Elaine (Ed). Children With Cerebral Palsy: A Parents' Guide, 1991, ISBN 0-933149-15-8, Pub-

lisher: Woodbine House, Phone: (800) 843-7323, PB $14.95.

Miller, Freeman and Steven Bachrach, et al. Cerebral Palsy: A Complete Guidefor Caregiving, 1995,

ISBN 0-8018-5091-6, Publisher: Johns Hopkins University Press. Phone: (800) 537-5487, HC $35.95.

Schleichkorn, Jay. Coping with Cerebral Palsy: Answers to Questions Parents Often Ask 2nd ed.,1993,

ISBN 0-890-795-762, Publisher: Pro-Ed, Phone: (512) 451-3246, PB $26.00.
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The Management of the Child with CP with Low Vision; an NDT Perspective ($12), a monograph from

North Rocks Press, Royal New South Wales Institute for Deaf and Blind Children, 361-365 North Rocks

Road, North Rocks, NSW, 2151 Australia.

Handling and Positioning Young Children with Motor Impairments (30 minute video for $198 each) from

Learner Managed Designs, P.O. Box 747, Lawrence, KS 66044, (800) 467-1644.

Feeding Young Infants and Children with Special Needs (30 minute video for $198 each) from Learner

Managed Designs, P.O. Box 747, Lawrence, KS 66044, (800) 467-1644.
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Anthony, Tanni. Program development for young children with visual and physical disabilities. Proceed-

ings of the Eighth International Conference on Blind and Visually Impaired Children. L. Stainton & E.

Lechelt (Eds.). Canada, October 1993.
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Cortical Visual Impairment Pediatric Visual Diagnosis Fact Sheet™

Reprinted with permission from Blind Babies Foundation

DEFINITION

Cortical Visual Impairment (CVI) is a temporary or permanent visual impairment caused by the disturbance

of the posterior visual pathways and/or the occipital lobes of the brain. The degree of vision impairment can

range from severe visual impairment to total blindness. The degree of neurological damage and visual impair-

ment depends upon the time of onset, as well as the location and intensity of the insult. It is a condition that

indicates that the visual systems of the brain do not consistently understand or interpret what the eyes see. The

presence of CVI is not an indicator of the child's cognitive ability.

CAUSE

The major causes of CVI are asphyxia, perinatal hypoxia ischemia ("hypoxia": a lack of sufficient oxygen

in the body cells or blood; "ischemia": not enough blood supply to the brain), developmental brain defects,

head injury, hydrocephalus, and infections of the central nervous system, such as meningitis, and encephalitis.

CHARACTERISTICS

Initially, children with CVI appear blind. However, vision tends to improve. Therefore, Cortical Visual

Impairment is a more appropriate term than Cortical Blindness. A great number of neurological disorders can

cause CVI, and CVI often coexists with ocular visual loss, so the child should be seen by both a pediatric

neurologist and a pediatric ophthalmologist.

The diagnosis of Cortical Visual Impairment is a difficult diagnosis to make. It is diagnosed when a child

has poor or no visual response and yet has normal pupillary reactions and a normal eye examination. The
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child's eye movements are most often normal. The visual functioning will be variable.

The result of an MRI (Magnetic Resonance Imaging) in combination with an evaluation of how the child is

functioning visually, provide the basis for diagnosis.

BEHAVIORAL/VISUAL CHARACTERISTICS

Children with CVI have different abilities and needs. The presence of and type of additional handicaps

vary. Some children have good language skills and others do not. Spatial confusion is common in children

with CVI because of the closeness of the occipital and parietal lobes of the brain.

Habilitation should be carefully planned.

A full evaluation by a number of professionals is essential. The evaluation team could include: teachers (of

the visually impaired or severely handicapped), physical therapists (PTs), occupational therapists (OTs),

speech therapists, and orientation and mobility specialists.

Common characteristics of visual function demonstrated by children with CVI:

• Vision appears to be variable: sometimes on, sometimes off; changing minute by minute, day by

day.

• Many children with CVI may be able to use their peripheral vision more effectively than their

central vision.

• One third of children with CVI are photophobic, others are compulsive light gazers.

• Color vision is generally preserved in children with CVI (color perception is represented bilaterally

in the brain, and is less susceptible to complete elimination).

• The vision of children with CVI has be described much like looking through a piece of Swiss

Cheese.

• Children may exhibit poor depth perception, influencing their ability to reach for a target.

• Vision may be better when either the visual target or the child is moving.

The behaviors of children with CVI reflect their adaptive response to the characteristics of their

condition:

• Children with CVI may experience a "crowding phenomenon" when looking at a picture:

difficulty differentiating between background and foreground visual information.

• Close viewing is common, to magnify the object or to reduce crowding.

• Rapid horizontal head shaking or eye pressing is not common among children with CVI.

• Overstimulation can result in fading behavior by the child, or in short visual attention span.

• The ability of children with CVI to navigate through cluttered environments without bumping into

anything could be attributed to "blindsight", a brain stem visual system.

• Children are often able to see better when told what to look for ahead of time.

• Children with CVI may use their peripheral vision when presented with a visual stimulus,

appearing as if they are looking away from the target.
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• Some children look at an object momentarily and turn away as they reach for it.

MYTHS

The following statements are not true, according to current knowledge in the field:

• Children with CVI are visually inattentive and poorly motivated.

• All children with CVI will have cognitive deficits.

• CVI is not a true visual impairment.

• Children with CVI are totally blind.

• Children whose visual cortex is damaged are Cortically Blind.

TEACHING STRATEGIES

A great deal of energy is needed to process information visually. The child might tire easily, when
called upon to use his visual sense. Allow for intermittent "break" times.

Positioning is important. Keep the child comfortable when vision use is the goal in order that "see-

ing" is the only task.

Head support should be provided during play or work sessions, to avoid involuntary shifting of the

visual field.

Try many different positions to find the one in which the child feels most secure. Infants and tod-

dlers will demonstrate when and where they see best by their adaptive behaviors.

i

Ifme child needs to use a lot of energy for fine motor tasks, work on fine motor and vision sepa-

C L^-l rately, until integration of the modalities is possible.

Z
The simpler, more constant and more predictable the visual information, the better the child with

^ • CVI is likely to deal with it. Keep toys and environment simple and uncluttered. Use books with

J2
one clear picture on a contrasting simple background.

Q j.

~~]~| Use familiar/real objects (bottle, bowl, plate, bath toy, diaper, cup, spoon, favorite toy) one at a time.
171q I——J Familiarity and simplicity are very important.

C
V) I I Since the color system is often intact, use bright fluorescent colors like red, yellow, pink, and orange.

I 1 Colored mylar tissue seems to evoke visual responses.

Repetition is very helpful: use the same objects and same process each time to provide familiarity

and security for the child. Familiarity breeds response.

Look for toys and activities that motivate the child.

Vision is often best stimulated when paired with another sensory system. For example, auditory cues

from the handling of mylar may help attract the child's attention.

Introduce new and old objects via touch and verbal description.
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I Try different lighting situations to assess optimal conditions for viewing. Try locating a light source

behind, and/or to the side of the child.

^ Try moving the target that you want the child to see: try different visual fields.

^ Allow lots of time for the child to see and to respond to what is being seen.

Q Learn to interpret each child's subtle response cues: such as changes in breathing patterns, shifts of

gaze or body position, etc.

"When a child with CVI needs to control his head, use his vision, and perform fine motor tasks, the effort

can be compared to a neurologically intact adult learning to knit while walking a tightrope."

RESOURCES

1. "Observations on the Habilitation of Children with Cortical Visual Impairment" Groenveld, M; Jan,

J.E.; Leader, P., Journal of Visual Impairment and Blindness, January, 1990.

2. "Visual Behaviors and Adaptations Associated with Cortical and Ocular Impairment in Children," Jan,

J.E.; Groenveld, M; Journal of Visual Impairment and Blindness, April 1993, American Foundation for the

Blind.

3. Video: "Issues in Pediatric Ophthalmology: Cortical Visual Impairment (1994)," Child Health and

Developmental Media, Inc., 5632 Van Nuys Blvd., Suite 286, Van Nuys, CA 91401.

4. "Cortical Visual Impairment in Children," Good, W.; Jan, J.E.; Luis, D. (1994) Surveys of Ophthalmol-

ogy. 38:4: 351-364.
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June Usher Retreat a Success

By Kate Moss, Family Support Specialist, TSBVI, Texas Deafblind Outreach

Parents from around the state met in Austin this past June to share their experiences and plan for continued

support in helping their children who have Usher Syndrome. The group was small but the experience was

powerful, as families shared their fears and their hopes for the future. The final day of the meeting these

families worked to develop an action plan for activities they would like to help bring about for families of

individuals with Usher Syndrome. The goals the families established for the upcoming year are listed below.

• Development of a newsletter to send out to all the families of children with Usher Syndrome. This

may be a collection of family biographies and initially be featured in editions of SEE/HEAR.
These biographies and the newsletter will be developed by the parents from the retreat and trans-

lated into Spanish.

• Have a Family Retreat for the parents, siblings, extended family members and children with

Usher Syndrome.

• Offer a workshop on orientation and mobility for the parents and teachers working with students

who have Usher Syndrome which includes: simulation activities, opportunities to learn about

adaptive devices, and information about O&M instruction.

• Development of a videotape for families, including parents who have recently received the

diagnosis and those who are further along in coming to terms with Usher Syndrome.

Families also suggested other activities that could help promote a better understanding of Usher Syndrome

and help individuals with Usher Syndrome. These included: a chatroom or electronic bulletin board, support

^ groups for individuals (2 1 and older) with Usher Syndrome, presentations on Usher Syndrome at the Statewide

2 Deaf Conference, Texas Focus, and Regional Day School Programs for the Deaf, onsite consultations, targeted

mailouts and a support group for families.Q

2

Q Cornelia de Lange Syndrome Conference

J/5" By Gwen Solis, Parent, San Antonio, Texas

Q Cornelia de Lange Syndrome (CdLS) is a genetic disorder that causes mental, physical, and developmental

Q

</>

delays. Each year families and professionals come together from all over the world for a weekend full of

informative workshops, sibling activities, parental bonding and lots of food and fun! This year is the 20th

Annual International Conference for the families of children with Cornelia de Lange Syndrome. Our confer-

ence will be held at the beautiful Doubletree Hotel in Dallas, Texas from June 24-27, 1999.

Each year, no matter where the conference is held, Girl Scout Troop 905/959 from Bogata, New Jersey, raise

their own funds to come to the conference and provide loving childcare for the CdLS children, so their families

can attend the conference and receive invaluable information.

CdLS has its own Scientific Advisory Board. It consists of top medical professionals who specialize in

CdLS and attend the conference each year. They range from geneticists, ophthalmologists, ENTs, gastroenter-

ologists, psychologists, orthopedists, dentists, and more.

This is always a memorable and important event. If you or anyone you know want to learn more about

CdLS or the upcoming conference, please call the CdLS Foundation at (800) 223-8355.
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Leber's Congenital Amaurosis Newsletter Update
By Kit Looper, Grandmother, Canadian, Texas

I am a grandmother of two small granddaughters with Leber's Congenital Amaurosis (LCA) and have been

working steadily to start an LCA newsletter. The Newsletter is still a work in progress, and unfortunately, had

to be put on hold for awhile, but things are finally coming together. Even though I haven't been able to work

on the newsletter during this 'off time, I have 'met' some very interesting LCA parents, and found this 'network

of families' expanding. They include among others, Janet Gresham, in Selma, Alabama, who has experience

producing a newsletter on handicapped children, and offers her help in getting our 'show on the road' for LCA.
Janet and I are fellow Alabamians and have established a great working internet friendship, sight unseen.

Also, Brenda Sutherland of Ontario (Canada) contacted me, and she is working with and through The

Hospital for Sick Children (HSC) in Toronto, to set up a registry of LCA parents in Canada. They are eager to

contact any LCA parents in the USA we might reach through a newsletter, to give them an opportunity to join

their registry, too. Brenda is a funny lady, and introduced me to ICQ on the internet, so we sometimes have

animated, two-way, 'visual conversations' on screen.

Last, but not least, it seems we are now in the fast track toward global possibilities—about half way around

the world, to be specific. Cheryl Marley, a British citizen, lives in—are you ready-Saigon, Viet Nam, and has

been spurred to begin her own website for Families of LCA Children. When Cheryl and I first 'met' on the

internet through a list-serve, she was full of enthusiasm, energy, and frustration- and had a lot of questions on

what she could do to make a difference. Eventually she found the answer—her Leber's Links webpage. I had to

leave town for about 10 days last summer, and when I got back, Cheryl Marley had hit the World Wide Web
bigtime. She literally taught herself how to create a website in just a few days and went online! She has had

over 1000 hits in about three months.

D

B

I include my latest email from Cheryl, and encourage you to support her efforts. And for the clockwatchers

among you, Cheryl's time is exactly twelve hours (halfway around the clock,) from Texas (Central) time. Noon 76

here, is Viet nam's midnight. I always email her late at night, my time, just as she is greeting the sun in Viet O
Nam. Works out very well, as I then have email from Cheryl waiting when I get up next morning. Here is a bit

of her personal email to me about her "Leber's Links" project:

g
"Iam continuously working on [the webpage] and have lots ofplansfor additions in the nearfuture. Please y

publish the URL which is: <http://www.freeyellow.com/members4Aeberslinks/index.html>. Also, my email D
address which is cheryl@hcm.vnn.vn. Here is what I usually tell people who ask about the page—Leber's d
Links: (Leber's Congenital Amaurosis, Blindness and Visual Impairment) - A new web site set up by the parent \)

of a young child diagnosed with the genetic eye disorder, LCA. Fast becoming the central arena for LCA (/l

families and professionals to source and share information on the disorder, blindness and other associated

issues. Updated regularly, lots of links to LCA articles and information, visual impairment and related web

sites. Includes the international LCA register.

"

Cheryl has kindly asked me to be a contributor to her effort. If you have LCA in your family, and are reading

of the Texas LCA Newsletter for the first time, please contact me so I can add your name to the mailing list. It

will be available both on email and through the postal service. Research is proliferating on this rare genetic

condition-LCA-and we hope to bring you the latest in the medical field, and put you in touch with other LCA
families for support. Contact me, Kit Looper, at 810 Summit Avenue, Canadian, Texas 79014; email:

kit@hhtx.com or kit@pan-tex.net; or call me at (806) 323-8500.
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Coming Soon to a Neighborhood Near You . .

.

By Glenda Embree, Supervisor of Program Specialists, Texas Commission for the Blind

The Texas Commission for the Blind is excited about innovative projects being pursued across the State.

Our goal in making these grants and contracts available is to expand services to people with visual impair-

ments of all ages through the creative efforts of nonprofit organizations.

Several of these projects especially benefit children. Here's a sneak preview of projects being explored:

Region XIII Education Service Center in Austin proposes a summer career exploration program for ap-

proximately 16 students, 12 to 14 years old. These students would be introduced to a variety ofjobs to famil-

iarize them to the connection between personal interests and skills, individual transition planning, and post-

graduate work selection.

The Lighthouse of Houston is pursuing a summer transition program for approximately 1 6 students who are

blind or visually impaired. The project will enable students to live in a supervised apartment setting, partici-

pate in recreational activities, and gain vocational skills that will assist them in the transition from school to

work.

The River Performing and Visual Arts Center in Houston presents an after-school arts program for an

estimated 500 students, including 75 with visual disabilities. A descriptive service for students who are

visually impaired or blind will be provided in collaboration with Dr. Sidney Berger and the University of

Houston Children's Theater Festival.

A proposal from Amarillo entitled "Lifetime Independence for Everyone" will create an Independent Liv-

ing Center for 100 or more children and their families in the Panhandle and South Plains areas. Services will

support children who have visual impairments and their families for the purpose of maximizing full inclusion

for children with disabilities.

The Texas School for the Blind and Visually Impaired suggests a unique project entitled "What Families

Need to Know." An estimated 660 family members of children who are blind or visually impaired will interact

with each other and with blind adults in weekend (Saturday-Sunday) workshops to help them gain a new, more

powerful vision of the options and potential for their children. Sessions for blind and visually impaired

children and their siblings will be held separately from those held for parents.

Access Arts Austin proposes to increase the availability of audio description services in art, entertainment,

employment, and education settings. The project will produce training materials for video descriptors. Train-

ing tapes would be duplicated and used throughout Texas.

The National Federation of the Blind of Texas (NFBT) requested funds to continue Newsline services to

lij blind Texans and additional funds to expand into Lubbock and Tyler. With the support of the Texas Commis-

sion for the Blind, NFBT has been providing Newsline service to blind Texans for more than two years. The

service started in Austin and Houston and then expanded to the Dallas/Fort Worth and San Antonio areas. The

qA expansion into Lubbock and Tyler is estimated to add 750 new subscribers. It is projected that Newsline will be

serving 1 ,900 people by the end of the first grant year and 2,700 people by the end of the second year of the two

grants.

i/)

>

i/)

Li) Commission staff are working through details on the projects. For more information on our progress, call

*7 Edgenie Lindquist at (512) 459-2579.^
30



TCB's Corner
By Terrell I. Murphy, Executive Director, Texas Commission for the Blind

Happy New Year! It may not be January 1, but it's a new school year, a new fiscal year for the Texas

Commission for the Blind, and a new year for the See/Hear newsletter. My thanks to the editors for not only

this opportunity to visit with you about a few exciting things that are happening at the Commission, but also for

their hard work in producing a newsletter that pulls us all together in creating a brighter future for children who
are blind.

One of the most important terms buzzing around TCB these days is Texas Confidence Builders (or for you

acronym lovers, TCB 2
) — our way of breathing renewed life into who we are. Our job is to provide Texans

who are blind and visually impaired with the skills, training, knowledge, and equipment they need to be confi-

dent in their own abilities. Therefore, every service we deliver must promote a positive, can-do attitude. Every

employee will be training hard in the coming months to make this a reality.

That same can-do attitude from TCB 2 will be flowing over into what has become known as Opportunity

2000, our plans for creating more comprehensive services for children with visual impairments and their fami-

lies. In the spirit of one of my other favorite acronyms, we are using TEAM-work (Together, Each Accom-

plishes More) to help us design a blueprint for building an even better children's program. Our staff has been

busy meeting with Texans who are blind, their families, education professionals, advocates, consumer groups

and national organizations since August, and I'm looking forward to sharing the results in a future issue.

On the horizon are innovative projects coming into communities across the state as a result of grants and

contracts approved by the Commission's Board in August. Our goal in making these funds available is to

expand services to people with visual impairments through the creative efforts of nonprofit organizations.

Glenda Embree shares information about some of these projects on page 30.

The "numbers" for the year that just ended are all in as I write this, and once again our dedicated staff set

new records or stayed at previous year's record levels. With the help of our many partners such as yourselves,

this new year will offer many new opportunities for children who are blind.

Superintendent's Corner
By Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

I'm pleased to begin the column in See/Hear for a couple of reasons. First, it will give me a chance to

remind you every once in a while that the outstanding work of the Outreach Department at TSBVI is truly a

part of the Texas School for the Blind and Visually Impaired. Since the children of many of you will not Z
experience on-campus life at TSBVI, it must sometimes be difficult to imagine that Outreach services are pi

really a part of the mission of this residential school. TSBVI is strongly committed to parents and children <
having many options for school placement. It is our firm belief that, for each child, there is a best placement at JS|

a particular time in the child's life. This school setting may change from year-to-year, and fortunate is the

family that has options that meet the needs of children. It is also our belief that most blind and visually y&

impaired students, including those with additional disabilities, should be educated in their local district if at all .

possible. So, you see, with the TSBVI philosophy, it's no wonder that our Outreach Department is highly >»

valued by all of us here on the campus. Outreach is a part of our mission. pi

Another reason why this column pleases me is that it gives me a chance to share with you some of the new
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and exciting programs and services we are developing. For example, this year we have three students on our

campus who have already graduated from their local school district. They are taking courses and experiencing

work in our career education program. It isn't always easy for a local district to provide a vocational education

program that addresses the specific problems of work and the visually impaired person. TSBVI does this very

well, and we're pleased to begin this program. Also, we are now offering certain academic courses to students

from local districts who may benefit from taking Algebra, for example, on our campus from a teacher who
knows both subject matter and is experienced teaching visually impaired students. Such classes may have an

enrollment as low as four or five students, and this might also be an advantage to some students from local

districts. Another new program called EXIT (Experiences In Transition) is now available for certain students

during their last two years of high school.

TSBVI is a school on the move. We continually explore ways in which we can supplement or complement

the services available in local school districts, and we work hard to meet the educational needs of all blind and

visually impaired students throughout Texas, either on-campus or where they live.

Americans with Disabilities Still Face Sharp Gaps in Securing

Jobs, Education, Transportation, and in Many Areas of Daily Life

New Landmark Harris Survey Shows Little Improvement (Press Release)

Editor 's Note: A recent Louis Harris poll ofpeople with disabilities ofall kindsfound they continue to lag

in employment, educational levels, and indicators ofquality of life. Working age adults with disabilities are no

more likely to be employed now than 10 years ago. Nationally, blind consumers are even less likely to be

employed. In Texas, however, statisticsfrom Texas Commissionfor the Blind indicate that legally blind work-

ing age adults have afar higher rate ofemployment than the national average.

WASHINGTON, D.C., July 23, 1998 - Americans with disabilities still face gaps in securing jobs, educa-

tion, accessible public transportation and in many areas of daily life including recreation and worship. Those

findings were presented in a new U.S. survey of 1,000 adults with disabilities announced today at a Washing-

ton, D.C. news conference by the National Organization on Disability (N.O.D.).

For disability advocates, these findings are disturbing yet motivating for public and private decision-mak-

ers. The findings, commissioned by N.O.D in cooperation with Louis Harris & Associates, define the current

status of persons with disabilities in American life.

The highlights of the 1998 N.O.D./Harris Survey of Americans with Disabilities released today queried

adults with disabilities, early this year (with a sampling error of plus or minus 4 percentage points). This

\J)
survey is the first such national poll taken by Harris in cooperation with N.O.D. since 1994, and the third

conducted by Harris since 1986.

JIJ Among the most startling findings about the workforce, the research exposed significant gaps between the

^> employment rates of the working disabled versus the working non-disabled. Only 29% of disabled persons of

i working age (18-64) work full or part-time, compared to 79% of the non-disabled population, a gap of 50

00 percentage points. Of those with disabilities of working age who are not working, 72% say that they would

(/)
prefer to work.

Fully a third (34%) of adults with disabilities live in households with total income of $15,000 or less,

compared to only 12% of those without disabilities.
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Approximately one in five (20%) of adults with disabilities have not completed high school compared to

9% of adults with no disabilities.

Alan A. Reich, President of N.O.D. stated, "These gaps are unconscionable. America must do better!" He
added, "At a time when the U.S. unemployment rate is at an historic low and there is a crying need for workers,

it is astounding to learn that the employment gap remains so wide. As the survey shows, over 72% of people

with disabilities out of the workforce want to work and contribute to the economy. America must remove

attitudinal and physical barriers in the workplace and in all other areas of life."

Humphrey Taylor, Chairman of Louis Harris & Associates, commented, "The purpose of this research is not

just to measure the gaps in key life areas between people with and without disabilities, but to provide informa-

tion to help close them. I anticipate that the results will be used by people both inside and outside the disability

community, with the media, with corporate America, legislators and state and federal administrators."

This survey is rich with information stemming from the answers to 145 questions on life activities consid-

ered most important to people with disabilities. Other findings include:

• Only one-third (33%) of adults with disabilities are very satisfied with life in general, compared to

61% of the non-disabled population.

• Only seven out of ten (69%) adults with disabilities socialize with close friends, relatives or neigh-

bors at least once a week, compared to more than eight out of ten (84%) among the non-disabled,

a gap of 15 percentage points.

• About a third (33%) of adults with disabilities go to a restaurant at least once a week, compared to

six out often (60%) of those without disabilities, a gap of 27 percentage points.

• Inadequate transportation is identified as a problem by 30% of adults with disabilities. However,

only 17% of non-disabled adults consider daily transportation a problem in any way, representing

a gap of 13 percentage points.

What can Americans do to close these participation gaps? According to Reich, "A lot. Each of us can help

eliminate the gaps in participation by finally focusing on the abilities not disabilities of every American."

EMPLOYMENT

Employers - in business, government, public agencies, community institutions and groups - all can examine

their practices and develop strategies for seeking out and hiring people with disabilities. Businesses must and

can implement Americans with Disabilities Act requirements for accommodations in the workplace for people

with disabilities, and at reasonable cost. Recent business studies show, it requires on average less than $300 to

accommodate a worker with a disability. Home based employment and other forms of workplace flexibility

are beneficial to many workers, including the disabled. From working parents to people with disabilities,

many people are taking advantage of technology advances that allow them to telecommute and still play an

active role in filling the nation's growing job vacancies. Disability awareness and accessibility is good busi-

ness. Consumers prefer to deal with businesses that address their needs. The 54 million Americans with
[fi

disabilities are a prime consumer market actively courted by companies who can meet their needs. Use an

untapped pool of talent. People with disabilities can contribute innovative and resourceful thinking to the

collective knowledge of their workplaces and communities, because they face unique external challenges as >
they negotiate the physical world around them, as well an internal challenges to their identity as individuals

and as members of society.
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COMMUNITIES

Community groups, religious organizations, professional and trade organizations, labor unions and service

organizations can examine their practices and adopt plans for including disabled persons. Elected local leaders

and officials can ensure that their communities are in full compliance with the law - the Americans with

Disabilities Act, the Rehabilitation Act, the Motor Voter Law, and the Individuals with Disabilities Education

Act. Recreational, cultural and sports groups and institutions should ensure full accessibility and encourage

participation of disabled persons. The recent debate about Casey Martin's participation in the PGA tours

highlights the bias people with disabilities face in America today. Recognize people with disabilities as posi-

tive contributors to community diversity. People with disabilities, the nation's largest minority, often are not

included as a group in corporate and community planning, although they impact diversity at least as much as

other minority groups. Moreover the disability population is highly diverse within itself, and, unlike other

minority groups anyone can join in an instant.

INDIVIDUALS

Those of us with disabilities, family members and friends can take the lead by providing guidance to others

in encouraging full participation of people with disabilities in community life. Active involvement by people

with disabilities in educational and civic life on all levels expands our awareness of how those outside the

mainstream live; this allows our communities to be more thoughtfully inclusive of all differences. Americans

must extend themselves to their fellow citizens with disabilities, and overcome their fears of the unknown. We
need to become more aware of what people with disabilities can contribute; we need to respect their abilities.

ACROSS THE NATION

The media can ensure that people with disabilities are portrayed fairly as individuals engaging in public and

private life. Negative portrayals of people with disabilities in movies, such as the recent "There's Something

About Mary", TV shows and so on, are inaccurate and should not be permitted.

As more people with disabilities participate in the various aspects of American life, the general population

will become more informed, and they will abandon their stereotypes based on misconceptions. Attitudes will

improve. The full participation of people with disabilities in an increasingly diverse American population

overall will result. Just because we have enacted the ADA does not mean that we can rely on it to change

attitudes and perceptions about America's disabled. By valuing each individual for his or her abilities allows

our nation to benefit globally by demonstrating democracy at its best.

The National Organization on Disability promotes the full and equal participation of America's 54 million

men, women and children with disabilities in all aspects of life. Founded in 1982, N.O.D. is the only national

network organization concerned with all disabilities, all age groups and all disability issues. N.O.D. receives

:,-. no government funds and is supported entirely by private donations from individuals, corporations and founda-

$ tions. For more information, contact N.O.D. at (202) 293-5960, TDD (202) 293-5968.

WWW Resources on Hearing Loss

<http://www.earinfo.com>

Want to learn how to read an audiogram? Go to this web page to do this as well as get information about

buying hearing aids.

<http://www.gwha.com/projects/hear/link/linkbody.html>

This web page provides links to a wide variety of sites dealing with hearing loss. Take a virtual tour of the

ear, learn about cochlear implants, or get the latest on ASL. This large, comprehensive site can take you there!
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TSBVI Invites You to the Family Discussion Room
By Kate Moss, Family Support Specialist, TSBVI, Deafblind Outreach

For a long time now, families have contacted me about wanting to connect with other families. I've heard

from many parents who want to talk with another parent whose child has a particular syndrome or condition.

Perhaps their son or daughter wants to have a pen pal or they are grandparents wanting to meet other grandpar-

ents. Workshops and family retreats are great places for these connections to be made. I also know that some

of the SEE/HEAR readers have connected through articles in the newsletter. The new TSBVI Family Discus-

sion Room provides one more option for making connections.

More and more families are getting Internet access at home, at work, or at school. Some folks are even

using their public libraries to "surf the net." Many students who are visually impaired or deafblind are learning

the computer skills they need to access this new resource in school. So, we decided to add a new space on the

TSBVI website for family members to connect with each other. This is an electronic bulletin board, not a chat

room. That means that you can post messages for other people to read, and they can respond to you if they like.

If you want to have a more direct conversation you can exchange your email address with them for private

conversations at a later time. Eventually, if this service is popular, we may have additional boards for specific

groups. Some that have been proposed by parents include a board for Usher Syndrome, Leber's Congenital

Amaurosis, Siblings, and Teens with Visual Impairments or Deafblindness. We are open to your ideas and

suggestions. Let us hear from you.

The Family Discussion Room should be up and running by December, 1998, just in time for the Christmas

holidays. Please drop in for a visit and post a message. Simple go to the TSBVI website at <www.tsbvi.edu>,

click on "Family Discussion Room", and follow the directions.

Mentor Training Update

By Ruth Ann Marsh, Mentor Coordinator, TSBVI, Outreach

The next two mentor training sessions will be attached to the professional conferences listed below. Now
mentors won't have to choose between a conference and mentor training, or ask permission to take yet another

trip away from students. Here are the dates:

Mentor training Conference attached to Location

January 13-14 "Helen" January 15-16 Austin, TX
April 25 - 26 TAER April 22 - 24 Austin, TX

The Mentor Program will pay for travel to and from the training site. Food and lodging for the mentor
JJ

training days, including the night prior to the first day of training, will also be provided. Mentors wishing to p-j

attend a conference will be responsible for registration fees and other conference related expenses. ^
The first day of training, Dr. Leslie Huling, an expert in mentoring from Southwest Texas State University, l/J

will speak generally about being a mentor. On the second day, the trainees will be divided into two groups, VI fo

mentors and O&M mentors. Each group will have a well-known expert facilitate discussion about the specif-
'

ics of being a mentor for a new O&M or VI professional. K,

If you are an experienced O&M specialist or VI teacher in Texas, and are interested in becoming a mentor ^
for an O&M specialist or VI teacher in training, please call Ruth Ann Marsh, Mentor Coordinator at (5 1 2) 206- <
9203 or send an email to marsh ra@tsbl.tsbvi.edu. vi
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Bits and Pieces from Here and There

AER

Congratulations to Billy Brookshire. A Senior Human Resource Development Specialist for the Texas

Commission for the Blind, Billy has been named President-elect for AER. AER is a national organization for

people involved in education and rehabilitation of people with visual impairments. Billy has been employed at

TCB for over 20 years! (Funny, he doesn't act that old!)

Congratulations to Robbie Blaha with the Texas Deafblind Outreach at TSBVI. She was awarded an AER
Division 3 (Multiple Disabilities and Deafblind) Outstanding Practice Award.

AVIT

AVIT, The Alliance of and for Visually Impaired Texans, is an interorganizational coalition committed to

speak on behalf of Texas' children and adults with visual impairments. With regards to people with visual

impairments, AVIT works for:

• The advancement and protection of human and civil rights,

• The improvement of social welfare and economic conditions,

• The education of the public with respect to special concerns, and

• The promotion of interorganizational cooperation and support on issues.

More information may be heard at a "listen only" line at (800) 394-0666. AVIT will hold its next meeting

on November 18, 1998 at Criss Cole Rehabilitation Center in Austin. The purpose of this meeting will be to

develop a legislative platform. Visit the AVIT website at <http://www.christal-vision.eom//AVIT/>.

KORAN

The Arizona Instructional Resource Center at the Foundation for Blind Children in Phoenix announces the

sale of a braille transcription of an English translation of The Holy Koran . The 7 volumes are available for

purchase by calling (602) 331-1470.

Katlyn's Hope, Inc.

By Shari Willis

I am Shari Willis, president of Katlyn's Hope, Inc. Following the death of our deafblind daughter, my
husband and I started this organization. We give scholarships to deafblind children. You may contact us at this

toll free number: (877) 677-HOPE (for parents only please). The phone number for others to call is: (316)

326-61 18. Our e-mail address is khope@idir.net and our snail-mail address is Katlyn's Hope, Inc., 303 South

Elm, Wellington, KS 67152. We will be getting a Web site very soon, hopefully by November 1st.

On November 15, 1998, CBS is airing a program, "Monday after the Miracle" starring Roma Downey. It is

the story of Anne Sullivan and Helen Keller in Helen's adult years. The movie was filmed in Lawrence,

Kansas, and as a result, we had the great fortune of hooking up with the producer. She invited us and several

deafblind teenagers to the set, and let them tour the place and enjoy some of the filming. As a result of our

meetings with the producer, she has arranged for a Public Service Announcement to air following the program.

It is only 10 seconds in length, but it will give all pertinent Katlyn's Hope information so that families can

contact us. We are really excited! The premiere for the movie was wonderful, the scholarship recipients were

incredible, and we gave a 13 year-old boy (and his family), whose dream is to see the Statue of Liberty before

he loses his remaining vision, a surprise trip to New York City for Christmas. "Monday After the Miracle" will

air November 15th. Be sure to tune in!
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CLASSIFIED
Don't wait! Send your new classifieds to Jim Durkel now, so he can update the

Statewide Staff Development Calendar posted on TSBVI's website at <www.tsbvi.edu>.

Mail or email your ads to 1 100 West 45th Street, Austin, TX 78756, or durkelj@tsbl.tsbvi.edu.

Through Your Child's Eyes

Have you ever wondered how your child "sees" the world? Have you ever considered what a world

with little or no sight might be like? If these questions seem important to you, then Through Your

Child's Eyes was designed with you in mind. At this workshop you will have the opportunity to:

meet other parents of children with visual impairments and deafblindness

learn how the eye works and how your child's visual impairment impacts his vision

participate in activities that simulate visual impairments

learn about the resources available to you and your child

learn about advocating for quality programming for your child

meet adults who have visual impairments

Target audience: Parents of young or recently diagnosed children with visual impairments, including

multiple impairments. This workshop has been scheduled in the following locations:

San Antonio, TX
November 6-8, 1998

Contact: Judy Wright at TCB
(210)732-9751

Bryan/College Station, TX
February 20-21, 1999

Contact: Bettye Giordano or Alice Thomas

at TCB (409) 696-9610 I

This workshop is also planned for the Winter/Spring of 1999 in Victoria and Abilene, Texas.

Cornelia de Lange Syndrome

20th Annual Conference

for Families

June 24-27, 1999

Doubletree Hotel

Dallas, Texas

For more information contact:

CdLS Foundation

(800) 223-8355

CHARGE into the New Millennium!

CHARGE Syndrome

Conference

July 23-25, 1999

Houston, TX

Contact:

(800) 442-7604 (for families only)

(573) 499-4694 (for professionals)

or

mnorbury@mail.coin.missouri.edu
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Helen Called Her "Teacher"

January 15-16, 1999

Texas School for the Blind

and Visually Impaired

Austin, TX

This workshop is for new and experienced

VI teachers, O&M specialists, and parapro-

fessionals working with children who have

visual impairments. Tentatively, we will fo-

cus on issues related to preparing our students

for life after graduation.

Contact: Jim Durkel, TSBVI
(512) 206-9270 or

durkelj@tsbl.tsbvi.edu

Statewide Conference on

Community Services and

Supports for All Texans

Sponsored by:

Texas Respite Resource Network

and the

Coalition of Texans with Disabilities /

Personal Assistance Services Task Force

December 13-16

Hyatt Regency on the Riverwalk

San Antonio, TX

This conference will provide up-to-date in-

formation about statewide issues in commu-
nity supports and how you can impact legisla-

tive action, as well as provide an opportunity

for networking. Family and consumer sti-

pends may be available.

Contact: Texas Respite Resource Network

(210) 704-2794 or diana_cerna@srhcc.org

November 1

1

Beginning Abacus

Location: Region XII ESC, Waco, TX
Target audience: Teachers for students with visual

impairments

Description: This workshop will focus on introduc-

ing teachers to using and teaching the abacus. This is

a beginning level workshop.

Presenters: Debra Sewell

Contact: Tina Herzberg, Region XII ESC
(254) 666-0707, ext. 260

November 16-18

Every Move Counts

Location: Region XX ESC, San Antonio, TX
Target audience: Professionals working with stu-

dents with profound disabilities

Description: This workshop covers assessment and

intervention strategies for students with profound

disabilities.

Presenters: Jane Korsten

Contact: Deborah Thompson, Region XX ESC
(210) 370-5433

November 18

Before the Technology Assessment

Location: Region X ESC, Richardson, TX
Target Audience: Teachers for the visual impaired

serving students with either no other impairments,

or with multiple impairments.

Description: This session will give teachers some

resources to try before asking their technology teams

to conduct a full assessment on a student.

Presenter: Sharon Nichols, TSBVI, Austin, TX
Contact: Kitra Gray, Reg. X ESC (972) 348-1580

November 19-20

Tactile Communication Systems for

Students with Sensory Impairments

Location: Region IV ESC, Houston, TX
Presenters: Ann Rash and Craig Axelrod, TSBVI

Contact: Cecilia Robinson, Region IV ESC
(713)744-6368

December 9

Tactile Graphics and TAAS
Location: Region IV ESC, Houston, TX
Presenters: Diane Spence, Irene Rojas,

Ana May Hernandez

Contact: Cecilia Robinson, Region IV ESC
(713)744-6368
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December 1

1

A New Era of Braille Instruction

Location: Region XI ESC, Ft. Worth, TX
Target audience: Teachers for the visually impaired

Description: This workshop will discuss relevant

educational factors for selecting a primary learning

media, braille readiness activities, and activities to

minimize rubbing, scrubbing, and letter reversal.

Presenters: Sally Mangold, San Francisco, CA
Contact: Olga Uriegas, Region XI ESC
(817)625-5311

Jan. 19, Feb. 16,

Mar. 16, April 20, May 11

VIISA: Vision Impaired In-Service in America

Location: Region XVIII ESC, Midland, TX
Target audience: Professionals working with stu-

dents with visual impairments, birth to 3 years of age

Description: This workshop will help participants

gain skills in understanding the unique needs of

infants and toddlers who are visually impaired, and

their families.

Contact: Miriam Powell, Region XVIII ESC
(915) 563-2380 or mpowell@escl8.net

January 26

Ecological Evaluations: Practical Solutions to

Complex Concerns for Students with Visual

Impairments

Location: Region X ESC, Richardson, TX
Presenter: Karen Wolffe, Austin, TX
Contact: Kitra Gray, Region X ESC (972) 348-1580

January 27

Career Education for Students with Visual Im-

pairments

Location: Region X ESC, Richardson, TX
Presenter: Karen Wolffe, Austin, TX
Contact: Kitra Gray, Region X ESC (972) 348-1580

January 28-29, and February 25

Every Move Counts

Location: Region XII ESC, Waco, TX
Target audience: Professionals working with stu-

dents with profound disabilities

Description: This workshop covers assessment and

intervention strategies for students with profound

disabilities.

Presenters: Jane Korsten

Contact: Tina Herzberg, Region XII ESC
(254) 666-0707, ext. 260

January 28-29 Part 1

February 25-26 Part 2

March 29-30 Part 3

INSITE Training: A Home-Based Model For

Infants, Toddlers, and Preschoolers Who Are

Multiply Disabled Sensory Impaired

Location: Region XI ESC, Ft. Worth, TX
Target Audience: School and ECI professionals

working with families who have children, birth to 5

years, with multiple impairments, including an

impairment in at least one of the sensory systems.

Description: This is a 6-day training divided into 3

parts. Attendance at all 6 days is required. Topics

include information on vision loss, hearing loss,

communication development, motor development,

active learning, and working with families.

Contact: Olga Ureigas, Region XI ESC
(817)625-5311

For a complete and up-to-date

listing of workshops and

conferences, visit the TSBVI website at

<www.tsbvi.edu>.
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Medicaid Expansion for Teens

As of July 1998, more Texas teenagers can qualify

for Medicaid for their health care. Medicaid changed

the family income limits for teens. Teenageers who

are under 19 years old may now qualify for Medicaid

even if they did not qualify before.

Last year, Congress passed legislation which helps

states provide health care for children who are unin-

sured and whose families have low incomes. Each

state develops its own children's health insurance

plan. The first phase of the the Texas plan to cover

more children who are uninsured is an expansion of

Medicaid for older teens, 15-18 years old, whose fam-

ily income is less than 100% of the federal poverty

limits. Teens younger than 15 are currently eligible at

this family income level. Families must still meet

other Medicaid requirements, such as asset limits.

Please help teenagers take advantage of this oppor-

tunity to get health coverage (medical and dental

check-ups, equipment and supplies, prescriptions,

etc.). Contact your local Texas Department ofHuman

Services (TDHS) office to learn more about the Med-

icaid Expansion for Teens.
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Kate's Corner

Outreach is pleased to welcome anew VI Outreach member, EvaLavigne formerly fromLubbock. Eva has spent 1

years as a teacher ofthe visually impaired with the Lubbock Independent School District. Eva, we are extremely glad you

decided tojoin us. Eva will be working inESC Regions 5, 6, 9, 14, 1 6, and 17.

It's abrandnew year for Outreach, andwe are already as busy as we can be. Deaf-Blind Outreach hosts the Annual

Intervenermeeting here inAustin that will include a special presentationby Dr. Jan van Dijkofthe Netherlands forinterveners

and their supervising teachers. Joining them for this event and some informal meeting time oftheirown will be the new

Regional Deaf-Blind Specialists from the education service centers, and the newDBMAT Regional Coordinators. This

meeting takes place November7-9 following theESC Region 1 1 van Dijk workshop on the 3rd and 4th.

One ofour primary focuses for both Deaf-Blind and Visually Impaired Outreach is to help develop supports at a

regional level. We are working in collaboration with The ThreeLow Incidence Disabilities Decentralized Project at

Kate's Corner - continued on page 2



Kate's Corner - continued from page 1

Region 3 ESC to pilot a process in several regions that will develop stakeholder groups which examine and address the

needs of individuals with deafblindness. We are also lending our support to the Deaf-Blind Multihandicapped Asso-

ciation ofTexas (DBMAT) to train Regional Coordinators for that organization in all ofthe education service center

areas. VI Outreach is working withNAPVI and other parent support groups on initiatives that include expanding the

number of support groups for families regionally and developing a Spanish-speaking Family Network.

Ofcourse, we see 1999 - 2000 as a time ofcontinued training for parents and professionals. Texas Focus 2000, Helen

Called Her Teacher, and the SecondAnnual UsherSyndrome Family Retreat are already being planned. Watch the Classi-

fied section or visit theTSBVI website to stay up-to-date on the plans for these and other events. We will also continue to

offer workshops such as Through Your Child's Eyes, topical workshops (on braille instruction, communication, etc.), and

activities such as theINSITE CurriculumTraining and Quality ProgramforVisually Impaired (QPVT) in collaborationwiththe

education service centers and Texas Commission for the Blind. OurTechnology Specialist, Sharon Nichols has developed

apacket ofmaterials to assist local districts in completing technology assessments. In addition, she offers two days ofonsite

training to assist a teacher and studentwith thenew device or softwareprogramborrowed fromtheTSBVITechnologyLoan
Program. Onsite consultations remain on themenu as another training option available to families and professionals.

Through the VIPprogram over 100 vision professionals have been trained in Texas over the pasttwo years, and we
continue to collaborate with Universities andESCs to train more professionals in the area ofvision and orientation and

mobility through this program. Through the MentorProgram 139O&M Specialist andVI teachers have been approved as

mentors with 36 applicants waiting to be approved. Connecting with these mentors are 1 1 5O&M specialists-in-training and

VI teachers-in-training, and an additional 64 individuals waiting to receive a mentor. Ofcourse,APH Quotamaterials andthe

TEAVI Registry are still being ably administeredby Nick Necaise.

Please keep reading SEE/HEAR to stay informed about the many wonderful activities that are occurring in Texas. As

aresult ofthis excellent collaboration ofparents and professional, 1999 - 2000 has the makings ofa very good year.

"Tuff" Love or Raising Laurie

By Annie Wade, Parent, Tulia, Texas

Editor's note: Many ofyou will remember Anniefrom the video "Power of the Heart". This 1987 video

is often shown to university classes to demonstrate effective ways for parents and service providers to work

together. Recently, a professorfrom Ball State University in Indiana contacted me to ask, "What happened to

Laurie and herfamily?" I connected her with Annie, who is now a TCB children's caseworker in Amarillo.

Then it dawned on me that perhaps others would want to know what happened to Laurie; so I nagged Annie

until she agreed to write an article. Annie is too modest to tell many people that she was thefirst editor of this

newsletterwhen it was still called P.S. News!!!, and one ofthefirst Outreach

Family Support Specialists! Thanks, Annie (and husband, Garland)for tak-

ing the time and emotional energy to once again to share your life.

Laurie is flying home from Dallas for a long weekend. I arrive at the air

terminal almost an hour early to wait for her plane. Mental pictures race

through my mind, and I shed tears ofjoy at how far she has come since the

day she was born almost 32 years ago, deafblind multihandicapped. I can

visualize that sweet baby lying on the carpet, flicking at the sun's rays filtered

through the living room window, a victim ofan awful circumstance. It was so

easy to love her in that contented "world of her own" knowing little, com-

pletely dependent, and caring less. We pondered. Is this all there is? Can

there be more? If so, how much more?
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I think ofthe surgeries when I watched, as my baby had to be restrained to prevent injuries to her eyes. Her dad

and I rocked a million miles with her arms in restraints being held under our arms, because she could wiggle out of the

restraints. Then, there was eating. It took years ofconsistendy presenting foods and cleaning up messes, manipulating,

self-feeding and chewing, frustration on the part ofmom and Laurie, therapists and teachers. Eventually, Laurie

learned to feed herselfand eat a variety of healthy foods. Ofcourse toilet training was really fun. There were two years

ofputting Laurie on the potty-chair every 30 minutes and charting every occurrence. The toilet chair went in the back

seat of the car and even on the airplane to a conference (which we borrowed money to attend) so Laurie would have

"her" chair. Consistency was the name ofthe game. Laurie really didn't want to sit on the potty-chair. She tantrummed

and beat her head. Her dad had to leave the house. It hurt to hear her screaming and to know what she was doing.

It hurt to teach Laurie, both physically and emotionally. She wore orthopedic shoes and kicked the shins of the

person sitting across the table when learning table tasks. Laurie had no desire to learn. She preferred to be the victim,

lie on the floor or the bed, and engage in self-stimulation behaviors. This was not acceptable to team members. A very

wise physical therapist, one of the first professionals who worked with Laurie told me that Laurie would never learn

until she exhibited resistance. This was in reference to physical development because Lauriejust wouldn't try to roll

over, crawl, stand up. . .or anything - she wouldjust go limp. However, I soon learned that exhibiting resistance was a

prerequisite to all ofher progress. At the same time, Laurie's occupational therapist also provided very wise direction.

She counseled us that Laurie's family should be informed (learn as much as they could) and that it was imperative that

we follow through at home with everything she was learning in therapy and at school. Then, there was the teacher who
never gave up, and would never let us give up. Every member ofthe family was involved. This meant we couldn'tjust

sit around and enjoy our sweet deafblind daughter. Ifwe wanted her to realize her fullest potential, we had to be willing

to "sacrifice our time and energies" to encourage her to do things she didn't want to do. She needed to wear her

hearing aids. She needed to wear her glasses. She threw them off, but they were put right back on.

Some ofthe things Laurie most hated to do during school years have brought her the most fulfillment. The most

important has been the development ofcommunication which began with a sound motor base and evolved into the

calendar system, incorporating experience stories into planned every day activities. This might include fun things, but

also included work. Now, Laurie relies on her calendar to plan trips home, to visit her sister in Spicewood or her

brother in Colorado, or attend Camp Summit. (She has been attending every year since it began and starts asking

about it right after Christmas.) Although Laurie doesn't require the calendar as much now because she understands

more sign language, upcoming activities still go on the calendar so she won't pester people so much. It may also be

used to anticipate activities such as doctors visits. I must confess that I hated doing the calendar as much as Laurie did

for a long time. It was disruptive to go to the calendar before we could do anything, but now I am glad we did.

Perhaps the "tuffest" thing we faced was helping Laurie grieve the loss ofher dearest friend and sweetheart. Yes,

a child with disabilities does go through a grieving process. Brad was a schoolmate with similar disabilities. She had

been with Brad as his health declined and when he died, we had to be "tuff to be sure Laurie understood and could

deal with her sadness and go on with her life. This meant involving Laurie in the events that occurred. She was told

immediately. We took her to buy flowers and to visit Brad as he lay in state. She patted him and signed his name over

and over again. Laurie attended the funeral and quietly shed her tears in back of the seeing/hearing crowd. At her

request she has continued to make trips to take flowers to Brad's grave and "talk" to him in sign language. Although

finding it difficult, we continued to maintain consistency in our expectations while giving Laurie the time to grieve. Itwas

a precarious balancing act, but she needed to learn that life does go on.

The airline has just announced that Laurie's plane is approaching the runway and will soon be at the gate. As I

reflect how Laurie was able to arrive at this station in her life, I think of all of the people who gave so much of

themselves in helping her reach this destination. Many ofyou would recognize the people if I had enough room to list

them all. The list includes, professionals, friends, and ofmost importance - her family. Laurie was so fortunate to have

the best. We all learned so much and without any one person in this network, Laurie would not be who she is. They

3

r
<



should all be very proud. Perhaps you would like to know why I speak with so much pride. Well, letme tell you. We
always worked as a team. The team was made up ofpeople who, I believe, genuinely loved Laurie and believed in her.

As a result, there were realistic expectations placed on Laurie that were never compromised - discussed - yes,

adjusted - yes, reviewed - yes, deleted -yes, discussed - yes, and the process repeated itself again and again.

Through this process Laurie learned and progressed; found plateaus; failed and survived; then learned some more.

The plane has landed and is approaching the gate now. I think about last night when I called Betty (the supervisor

ofthe deafblind group home at the Autistic Treatment Center in Dallas) to check to see ifeverything regarding this trip

was on schedule. Betty toldme how excited Laurie has been since we planned this visithome about three weeks ago.

How wonderful it is that Laurie has become such an independent, confident woman who enjoys so many activities, so

many things and her relationships with so many people. This is not to say that Laurie is "normal" - far from it! She still

needs full time supervision at home and at work. ATC in Dallas has been Laurie's home for 6 years - and I have to say,

these six years have been great.

The door to the passenger tunnel is open and I see Laurie hurriedly dragging her wheeled luggage toward me. We
meet, have a long hug. . .some patting and a few signs about spaghetti or pizza for lunch. Hand in hand we leave the

gate with Laurie in the lead.

As I look back over the last 30 years, I realize that many things we did fit into the category of "tuff love. There

are those who would say we were cruel and that we shouldn't have made Laurie sit on the potty chair, or forced her to

eat things she didn't want, or made her do therapy at home. There are those who will say that we shouldn't have

required so much ofLaurie and her siblings. There are those who did not agree with the philosophy we followed in

raising Laurie. In answer, permit me to relate something that was recently shared with me by those who know her so

well now. I was told that Laurie is the gentlest and most compassionate person one could ever meet. Of all the things

that could be said of her, this is the best. And, this can only be said ofLaurie because of those who were willing to

practice "tuff' love while helping us raise our Laurie.

Through the years I have worked with families ofchildren with deafblindness, and families ofchildren with visual

impairments or other disabilities. My observations are that the most successful and happiest children are the ones that

had realistic expectations placed on them by staffand family. They are the children whose families exhibited self-

discipline, calmness of spirit, stubbornness, and consistency in working with their child while relying on an inner strength

from the Heavens. The only word for this is "tuff love.

Finally, consider this: Practicing "tuff love is much tougher on the caregiver than the child. To provide consis-

tency and expectations you must also endure consistency and expectations. You may have completed preparations to

go to a friend's party, when your child decides to "do his/her own thing". Ifyou stop to attend to your child's needs,

you will be delayed or even prevented from going out altogether. You can stay and properly attend to the situation, and

help your child grow oryou can give in to your natural desire and go to the party anyway. However, ifthe latter choice

occurs too often, your child may never learn.

Furthermore, never ask or expect anything ofa professional that you are not willing to do yourself. Sure, they get

paid. However, they can only work very hard toward a goal and do all they can with your child during the session or

school day. Ifyou are not willing to observe and follow through athome with the goals you have set for your child, he/

she will likely never accomplish them.

Although there were times when the sacrifice seemed to overwhelm me, I have never regretted doing therapy

activities, eating programs, dressing programs, or other programs the team established. I have never regretted doing

strange things in public places or staying home when the rest ofthe family went to play, in order to accomplish the goals

we set for Laurie. It has not always been uphill. I have not always been as diligent as I should have been. Yet, the
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anxiety lingers even though Laurie has been doing well for over six years. I am well aware that at any given moment I

may receive that phone call - bringing me bad news - such as a reoccurrence ofbehavior problems, or some negative

incident, etc.

In the meantime, we are truly enjoying Laurie because of the person she has become and above all, she enjoys

herself. . .she is a product of"tuff ' love.

Editor's note: Ifyou want to learn more about Annie and Garland's early years with Laurie, check out

"Power ofthe Heart", which can be ordered through the TSBVI Curriculum Department at (512) 206-9240 or

the TSBVI website at <www.tsbvi.edu>.

Letter to Laurie

By Roxy Wade Sauer, Sister, Spicewood, Texas

This article appeared in the first edition of P.S. News! ! !, September 1987

Laurie,

I'm not you -

You're not me
But, do you know that if it weren't for you

I wouldn't be me?

I've learned so much from you - my little sister

I'll never be able to explain it to you,

You'll never know - it hurts.

But then again maybe you do.

Sometimes you communicate better than most people I know.

You understand me on your level,

I understand you on mine.

Do you remember the time

You held my head in your lap as I wept?

I do - so very well.

I know you're frustrated, sister,

You have so much to tell and such limited means to do so.

I'm frustrated, too.

Sometimes you make others angry.

But has anyone ever thought,

About how many times they've made you angry?

You have the rights everybody else does.

You express yourselfdifferently and that's okay.

You're okay.

I'm glad you're my sister and that

You are and will always be a part ofme and my life.

With allmy love,

Roxy (Laurie's Sister)

!
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Communicating with Bruno
By Gretchen Hester

Reprinted with permission from reSources,

Volume 10, Number 5, Communication Issue, Summer 1999,

Publishedby California Deaf-Blind Services

My three-year-old son, Bruno loves to be active. I try to involve him in many activities with his cousins - swim-

tf ming, carving pumpkins at Halloween, visiting the Discovery Museum, and the petting zoo. Swimming is a favorite

[j^ activity for Bruno because he enjoys more freedom ofmovement in the water. He enjoys touching objects, toys, and

pets. He loves his English bull dogs ! We use books that have scents, shiny objects, and different textures to "read" to

him. He will attend to a light box to play with his toys. He loves to be rocked back and forth, and to swing in his swing.

For his birthday, I had pony rides and he enjoyed being on a pony although he was very medicated because of a big

seizure the previous day.

When Bruno was born, the doctors told me that he would not live and I should just take him home from the

hospital and let him die. He just celebrated his third birthday ! Bruno has multiple disabilities which include severe

epilepsy, developmental delays, cerebral palsy, a temperature regulation problem, and is cortically deaf and blind

because of global brain malformations. He has agenesis (absence) of the corpus callosum (band ofwhite matter that

connects both hemispheres of the brain). He also has optic nerve hypoplasia in both eyes (it is much more severe in the

right eye as compared to the left) and suffers from nystagmus as well. Bruno's medical needs have always been

extensive so he has nursing care. He has been on many drugs to control his seizures, but they haven't worked. Last

year, he started the ketogenic diet and that worked for a few months. Last October, he had a vagal nerve implant and

that had helped him healthwise - but he still has seizures. Recently, he was in a study with Dr. Bill Good at the

University ofCalifornia, San Francisco. Dr. Good found that Bruno's myoclonic seizures affected his vision for several

minutes after the seizure.

I've learned how to interpret Bruno's communication by watching him carefully. When I was working at the

University of California, San Francisco, I noticed that when we went outside, he would stop breathing, throw his arms

back, and turn blue. I didn't know if this was a seizure. This happened several times and then after a hospitalization

(attempting to determine the cause ofthe episodes) I figured out that wind was frightening him so much that he would

stop breathing. There was a sort of a "wind tunnel" as we went out of the hospital building. Bruno is still afraid ofthe

wind but is able to continue to breath. When we last went ice-skating, he was terribly scared when the wind hit his face

while he was in his wheelchair on the ice. He much preferred attempting to skate with me holding him. This way, we

were going at a slower speed and there was no wind, as well as he was more involved and could tell what was going

on with sensory input of the ice skates on the ice. He is scared when he is not sure what is going on since he can't see

or hear things that approach him, even wind.

Often people who don't know him have a difficult time understanding him. They are not sure why he does not

look at or listen to them. It is difficult for them to comprehend the idea ofhim as a deaf-blind child. Sometimes people

will touch him on his face. He doesn't like this, and I believe it is because of all the tubes he had as a baby in the

hospital. California Deaf-Blind Services and Jeri Hart from the Blind Babies Foundation have helped me learn how to

communicate with Bruno. I use specific touch cues in particular situations. When he is in the hospital, I tap his toes

before an injection or blood test. This warns him that something unpleasant is about to happen. At the swimming pool,

I touch his lips to signal that he is going underwater. Before eating, I tap his hand that is holding the spoon.

When he was a baby, I started with scents during everyday activities to help him understand what was coming up.

I put rosemary in his bath to signal bath time, lavender on his pillow so that he would know it was time to sleep, and he

felt and smelled bananas and pears at meals when he was going to eat them. Once he got the idea that certain scents



were tied to these particular activities, I paired them with objects (a rubber ducky was used with the rosemary scent

before going into the bath). I used other object cues like a leash to mean that we are going to walk his dogs. Because

of his cerebral palsy it is difficult for Bruno to make signs but I have added a few signs to his object cues. I speak to

him at the same time that I make a sign on his hand or help him make a sign. I'm learning signs and how to adapt them T1

for him. By his behavior, I know that he understands the signs for STAND, SIT, WALK, EAT, DRINK, and MORE. ^

I use "identification cues" to help Bruno identify familiar people. He touches their ring, watch, or they touch him

in a special way. For example, his grandmother kisses him on both cheeks to greet him. His aunt sings to him by

placing her lips on his face. Because he can't see or hear me, he likes being physically close; so if he is alone, he yells

to get my attention. Bruno has a little piano that he likes to play; he'll push on the same button over and over again to

get me to come over to him and reset it.

I was told that he would never drink or hold a bottle by himself, but now he does. I was told that he would never

eat by himself. He doesn't as yet, but he holds his spoon and he loves eating, so eventually he will.

Editor's note: I wasfortunate to see Gretchen speak about Bruno through a wonderful distance education

programfrom the California Deaf-Blind Project. She presented with Dr. Deborah Chen as part ofa workshop

on developing communication in children with deafblindness. I want to thank California Deaf-Blind Services

and Dr. Chenfor allowing us to reprint Gretchen 's article and an additional article, "Learning to Communi-

cate: Strategies for Developing Communication with Infants Whose Multiple Disabilities Include Visual Im-

pairment and Hearing Loss" which appears on pages 17-24 of this edition ofSEE/HEAR.

Family Finds Answers at CHARGE Conference

By Bobbi Easier, mother of Katy Easier,

a deafblind student at Pershing Park Elementary Killeen, Texas

The 4th International CHARGE Syndrome Conference held in Houston, July 23 - 25, 1999, proved to be an eye-

opening event. Questions that my husband and I began asking more than a decade ago about our daughter Katy 's

deformities were answered at that seminar. CHARGE is an acronym, with each letter representing the six malforma-

tions noted nearly 20 years ago by researchers who were studying the commonalties of specific abnormalities in their

patients.

Those common problems being:

• Coloboma (holes) of the eye (in the lens, retina or both)

• Heart defects

• Atresia of the choanae (basically a lack of nasal passages)

• Retardation ofgrowth and/or development

• Genitourinary abnormalities (small sex organs in both males and females)

• Ear anomalies and/or deafness.

The person does not have to have all six or, as was thought prior to 1 98 1 , four of the six common problems for a

diagnosis ofCHARGE to be made. Rather, a combination of major and minor criteria can indicate the patient has

CHARGE. This important point was emphasized during more than one session at the conference, because many

health care agencies are still going by the old standards and the syndrome goes undiagnosed. Without a proper

diagnosis, certain facts, such as a need to test for growth and sex hormones levels, can go unnoticed and untreated until

the youngsters are heading into their teens. A revision of the diagnostic criteria for the syndrome now takes into

account that there are several features that are extremely common in CHARGE but very rare in other conditions.
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The four major features that cause a red flag are: Coloboma, Choanae Atresia, Ear Anomalies ("characteristic

CHARGE ears") and Cranial Nerve Dysfunction (a factor not listed in the initial study ofCHARGE). The cranial nerve

dysfunction includes: a lack of smell; facial palsy; sensorineural hearing loss or vestibular problems; and swallowing

dysfunction. In Katy 's case she does not have choanae atresia, but has the other three hallmarks ofthe syndrome. She

was also born with several other problems that appear on the "minor diagnostic criteria" list forCHARGE, features

that may occur, but are not consistent enough to be considered major criteria.

Katy was born in March of 1988 . Within the first 1 8 months ofher birth, I suspected she might haveCHARGE
or something closely related to it, after reading about the syndrome in a book tided, "Handicapping Conditions in

Children" by Bill Gillham. However, the genetics department ofour area hospital, apparently still using the pre- 198

1

guidelines in 1988, "poo-pooed" my suggestion, pointing out Katy did not have all, nor even four, ofthe six abnormali-

ties. Instead, they decided she had Treacher Collins Syndrome. After finding a support group for Treacher Collins, I

began corresponding and exchanging photographs with other families. It quickly became apparent, tome andmy pen

pals, that Katy had been misdiagnosed.

During that same time frame, we decided to get a second opinion on the treatment plan our area hospital had

drawn up to correct Katy 's facial deformities. We had heard a lot ofgood things about the plastic surgery done at the

Children's Hospital in Houston, so we went there for a second opinion. While we were there I quizzed the doctors

about Treacher Collins Syndrome. The doctors there confirmed what I and the other "lay people/parents" had sus-

pected - Katy did not have Treacher Collins Syndrome. Unfortunately, we had not scheduled an appointment to see

a geneticist during that trip, and the doctors we were consulting withwere not able to suggest what syndrome shemight

have. We went home knowing we had been sent down the wrong path by our area hospital.

With no new leads, we were back to square one. We had planned to seek out another geneticist closer to home
for more tests, when Katy faced yet another round ofhospital stays for pneumonia and other problems. Getting Katy

healthy and keeping her that way was the main focus ofour concern. After weathering that crisis, we were in no rush

to visit new doctors and have more expensive tests run, knowing that we might walk away with no new information.

Without a syndrome to pin Katy's deformities to, we had nothing to guide us on what the future might hold. I resigned

myselfto being in limbo aboutmy daughter's future. That is, until a little over a year ago when I spoke with Robbie

Blaha, who is with Texas Deaf-Blind Outreach in Austin. Robbie had attended a conference that featured information

on CHARGE syndrome. After hearing about the various characteristics ofthese children she was convinced Katy

needed a follow-up exam to determine if she had CHARGE.

Wanting to learn more, but doubtful that our area hospital would be of any help, I began researching the Internet

for information and tried to remain patient until the nextCHARGE conference which, happily, was planned for Hous-

ton. On July 24, one of the guest speakers, Dr. John Graham, M.D., Sc.D., the director of Clinical Genetics and

Professor of Pediatrics at the UCLA School of Medicine, met with us and diagnosed Katy as having CHARGE
Syndrome.

With his diagnosis and a two-inch binder full ofinformation in hand, I am confident I can have Treacher Collins

Syndrome removed from Katy 's health records and replaced with the proper information. There is still no answer to

the nagging question: Why was she born this way? But studies are being done. In fact, Katy and I had blood drawn

at the conference for aCHARGE study being done by the Baylor College ofMedicine in Houston. They also provided

us with a kit to take home so my husband, John, who did not attend the conference, can also supply his blood for the

study.

Having been in the dark about Katy 's condition means we had to face a lot ofuncertainty alone - no support

groups or case studies describing what we might expect. During the conference I learned that many ofthe problems

we faced with Katy, like the seemingly endless rounds of sickness, are common for children withCHARGE during
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their first two to three years of life. Also prevalent is an inability to walk until age 3, and the need for g-buttons and

trachs because ofthroat problems that cause trouble with eating and breathing. I learned that children, like Katy, who
survive the first three rocky years, tend to "turn the corner." Their health and many other aspects of their lives improve

dramatically. This point is helping to ease our concerns about what might lie ahead health-wise, thus allowing us to *fl

focus on her educational needs and growth as a person. The list of "Ifwe had only known" is quite lengthy, but rather ^
than mourn the past we can now look towards the future with a better idea of what to expect and how to be better ^
prepared to help Katy to flourish into a healthy, productive person. My thanks go out to Katy 's fantastic case manager, ^
Molly O'Leary and the Texas Commission for the Blind for sponsoring our trip. Thanks also to Robbie Blaha and

Texas Deaf-Blind Outreach for alerting us about the conference, supplying us with all the forms and registration fee to

attend.

Ifyou have any questions about the CHARGE conference or about Katy I will do my best to answer your queries.

My e-mail address is bobbike@wm.com (please indicate CHARGE or something similar in the subject line so I don't

delete your note as unknown/spam mail). Our address is 301 Myra Lou Ave., Copperas Cove, TX 76522-2028.

Editor's note: You may also wish to contact the CHARGE Syndrome Foundation, Inc., 2004 Parkade

Boulevard, Columbia, MO 65202-3121. Phone: (800) 442-7604 or (573) 499-4694. Contact Marion Norbury

(Executive Director) at marion@chargesyndrome.org, or Meg Hefner (Genetic Counselor) at

meg@chargesyndrome.org. The 2001 Conference will be in Indianapolis, Indiana on July 20 - July 22, 2001.

For more information please contactMarilyn Ogan (2001 - Conference Chair): marilyn@chargesyndrome.org.

Dear God, Please Take Away My Energy - It's Too Hard to Handle

By Edgenie Lindquist, Jonathan's Mom, Austin, Texas

Editor s note: Children with visual impairments or deafblindness are not immune from having other

disabilities to deal with in their lives. Recently I have had a number offamilies ofchildren with visual impair-

ment or deafblindness contact me aboutAttention Deficit Hyperactivity Disorder (ADHD) orAttention Deficit

Disorder (ADD). The next two articles helped me understand some of the issues children with this type of

disorderface and also what theirfamiliesface.

These words from one ofmy son's nighttime visits with God early this year will stay with me forever. They

continue to fill me with mixed emotions - mixed in the sense that I'm grateful that at the age ofseven Jonathan is very

much aware that his energy sometimes needs "handling", but also saddened that this particular day had been very hard

for him. Being a typical mom, days that overwhelm Jonathan are usually the pits for me, too. After all, moms are

supposed to be able to kiss bad days away, aren't we?

This particular night I hugged Jonathan and we talked about how he was feeling. We were able to explore what

his energy meant to him. We came to the place where we agreed that he indeed has a lot ofenergy but that energy is

also a good thing. We talked about how energy can be channeled to help him with his innate gifts of creativity and

compassion. Hard work would be required - more than most people - but he had it in him to do it. After all, I told him,

he comes from a family ofhard workers.

Jonathan and I have had other such conversations, but this one felt different - perhaps because he was at a

different developmental stage where we could talk about his feelings more in depth, but more than likely it was because

Inow fully believe whatwe were talking about - with all my heart and mind. I sawmy child differently that night. I saw

a child with gifts that with some focus and hard work will lead him to a successful life. My shattered dream child had

finally been put back together into a "real dream" - complete, whole and positive.



I couldn't have had this conversation with my son as little as three years ago. As the old commercial says, I've

come a long way.... When I first learned that Jonathan had ADHD, he was about to turn four and I was recently

divorced. Needless to say, our lives were a tad bit tumultuous. The diagnosis was not easy because Jonathan was so

young and because there were so many factors intermingled (the effects of a divorce, Jonathan having an auditory

processing problem, etc.). I was determined to prevent a misdiagnosis. However, Jonathan's ADHD was severe

enough that ultimately it became clear that although there were other issues, he needed immediate help. Because a

support system for families dealing withADHD wasn't readily available, I tapped into the system I knew best - the field

(rehabilitation and visual impairments) I had been working in for over ten years. When I talked with people about our

experiences with the multiple assessments, therapies, and entering into special education for speech services, most of

the people were quick to make statements like: "You are so fortunate that you have your professional background to

guide you through this process."

Although their statement had some truth to it, my professional background was really a double-edged sword at

the onset ofmy journey as a parent of a child with ADHD. Yes, I had some knowledge ofhow to make the system

work, but this time it was my child - it was often tremendously difficult to put head knowledge to work about the person

I cared most about in this world. I found that while professionals openly acceptedme as amember ofmy son's team,

they often would forget to explain basic information that I was unable to remember because ofmy new role as a parent

participant. I was overly hard on myselffor making mistakes and feeling the full impact ofthe grief. After all, I went in

knowing what it was all about!

As a mother, I spent my share of time wishing my son could be spared the challenges he faces. I spent so much

time looking at the early challenges that I was in danger ofoverlooking his splendid gifts and talents. Jonathan and I had

to break out of that mold. This was a wonderful kid with oodles of potential - 1 knew it and it was time to get him

around other people that knew it. We both needed the boost. We both needed a circle of positive support. It took

hearing from another parent in my profession to ease up on myself. She wisely said that just because I was "in the

business" didn't mean that I didn't get the privilege ofgoing through everything that parents go through when they learn

their child has a disability. That was my first "ah-ha experience" ofmaking a connection between what I knew in my
head (my background) and what I needed to feel in my heart (I am first and foremost Jonathan's mom!).

When Jonathan's ADHD was diagnosed it was hard not to fall into step with the world's faulty message that

people who have disabilities are somehow "broken". Trust me, the world is full ofrole models out there ifyou want to

concentrate on the negative. F ve always been an advocate of strength-based services but was finding it very hard to

infuse this principle into services formy son. It seemed that at every turn a professional would give me information that

highlighted another deficit, another negative. I found it very hard to operate with all this information and to deal with

society's negative (and often incorrect) view of children who have ADHD. I wanted to concentrate on Jonathan's

strengths!

When Jonathan and I were leaving a speech therapy session one day, the therapist, whom I had grown to trust

immensely, told me that we needed to have Jonathan evaluated by an OT because she saw several problems related to

motor planning and sensory integration. The now familiar "kick in the stomach" feeling hitme so hard that I had to lean

against a wall for support. Although I knew she was right (I was observing the same things), it was a major blow

because I viewed his athletic ability as one ofhis strengths. Slowly but surely I began to realize that Jonathan can have

a strength and a challenge in the same area. I began to learn how much strength-based services helped me not give in

to the urge to give up but instead to accept the emotions I was feeling as healthy and to move on. I began to realize that

how I reacted to what was happening with my child had a big influence on how others perceived him. It was then that

I began to talk openly about Jonathan havingADHD as well as the other "dance partners" associated with the condition.

I found that talking frankly about the challenges, and acknowledging what those challenges present to the people

around him, put people in a better frame of mind. Yes, my child does have considerable "high energy". If the
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environment is full of stimuli, he can become a living ping pong ball. Bringing this out and talking about it helped

everyone realize that they were supported and that we were not making excuses for Jonathan's behavior. With that

foundation in place, seeing his strengths seemed to come almost naturally. It was easier to build a support system for

Jonathan that would help him develop skills needed to channel his challenges into strengths. *fl

Building a support system of family, friends, doctors, teachers, childcare providers, therapist, and church commu-
nity that has a positive attitude toward Jonathan has been an imperfect process. In our search we still keep coming

across people who operate by focusing on what is wrong or broken or unsuccessful. Every time we get into this

situation, it has disastrous results.

Sometimes I've been quick to see a potential disaster, like the time I told a doctor to never tell any mother -

includingme - that she was "in denial" simply because she was asking what options her child has. We didn't go back.

Sometimes I've been too slow in responding and Jonathan has paid dearly for it - like the time that I learned that

a childcare facility was locking him in what they called the "bad boy" room when he was having difficulty with his

emotions. I found out about the room one day when Jonathan said that he was a bad boy and no one should ever love

him. He was just three years old! We left the facility that day.

Our greatest successes have been with those wonderful people who are gifted in focusing on the positive. Most

ofthese people unknowingly served as my mentors during our years ofbreaking out of the mold. For example, the

speech therapist from Jonathan's school for the past two years shared with us suchjewels as "Our kids just need more

time on this earth to get it all right." This helped everyone keep the perspective that Jonathan may be developmentally

behind in an area but he will catch up with the right support and in his own time. To help Jonathan begin the process of

learning that taking medication is only one ofthe tools he needs to have self-control, she said, 'The control is also within

you, notjust in the pill."

We've been blessed with the world's best teachers, therapists, family, and friends. Each one has done a beautiful

job ofhelping Jonathan shape a positive self-image and learn strategies for dealing with his ADHD. They have all held

up high expectations for him and cheered him on as he met them with glee. (Don't doubt for a minute that he didn't

work hard for his successes - he has given it his all to achieve goals.) They've held mirrors up to both ofus so that we

could see his gifts: his artistic talent, wonderful sense ofhumor, and compassionate heart. I wish I could find the words

to express how much their statements of his strengths helped me move beyond focusing on what wasn't right and to

transition into a frame ofmind where I'm confident that he will be all right.

James Ochoa summarizes it perfecdy in his article when he says, "Although parentingADHD children is a compli-

cated process, the rewards are numerous." Jonathan and I have many years ahead of us as we grow through this

process. Through it all, I'm sure that he will continue teaching me how to live life to its fullest. We will cherish our

strong circle ofsupport as helps keep us focused on our goals, reminds us to take care ofourselves, and celebrates the

beauty oflife's many special moments when Jonathan shines.

Editor's note: I asked Edgeniefor a list ofbooks that other parents might like to know about. Here are

herfavorite and most recommended titles:

BOOKS FOR PARENTS

Driven to Distraction by Edward M. Hallowell, M.D. and John J. Retey, M.D.; Simon and Schuster.

Answers to Distraction by Edward M. Hallowell, M.D. and John J.Retey, M.D.; Bantam Books.
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Attention Deficit Disorder: a differentperception by Thorn Hartmann; Underwood Books (the "hunter in a

farmer's world" book).

Taking Charge ofADHD by Russell A. Barkey, Ph D.; Guilford Press.

Survival Strategies for Parenting Your ADD Child: dealing with obsessions, compulsions, depression,

explosive behavior, and rage by George T. Lynn, M.A., C.M.H.C.; Underwood Books, Inc.

GREAT CHILDREN'S BOOKS

Shelley the Hyperactive Turtle by Debra Moss; Woodbine House Press (ages 3-7).

Sometimes I Drive My Mom Crazy but I Know She's Crazy About Me by Lawrence R. Shapiro, Ph. D.;

\n CTAPS (ages 6-12).

Editor's note: Parents and professionals may also want to contact CHADD (Children and Adults with

Attention Deficit/Hyperactivity Disorder), 8181 Professional Place, Suite 201, handover, MD 20785; Phone

(800) 233-4050, or (301) 306-7070; Fax (301) 306-7090. CHADD held it's Eleventh Annual Conference on

q Attention Deficit/Hyperactivity Disorder in Washington, D.C., October 7-9, 1999. To find out aboutfuture

conferences and other information, contact them or visit their website at <www.chadd.org>.

Parenting the Child with ADHD: Lessons in Humility & Courage
By James Ochoa, M.Ed., LPC, LCDC, Austin, Texas

Editor's note: Sometimes we assume that, if a child is visually impaired, this is his greatest challenge.

Unfortunately, that may not be the case, especially if the child also has ADHD. Parents may think that the

problems their child is having is related to his vision loss when infact it may be related, at least in part, to the

ADHD. I would like to thank James Ochoa for writing this article for SEE/HEAR. Hopefully it will help

parents develop a better understanding about the importance ofaddressing theADHD in their child with visual

impairments. Mr. Ochoa is a psychotherapist in Austin, Texas. He has developed programsforADHD chil-

dren, adolescents and adults since 1979. He is married to his wife, Edie, whom he regards as his bestfriend. He
has two sons, ages 4 and 8, and a beautiful Shetland sheep dog who constantly provide opportunitiesfor his

personal growth. James can be reached at (512) 918-ADHD (2343), or e-mail him at adhd@tcms.com.

Parenting children withADHD is one ofthe greatest challenges in a lifetime. Doing a goodjob of it could produce

some ofthe most creative adults in the world.

ADHD (Attention Deficit Hyperactivity Disorder) is a condition in which children, adolescents and adults have

difficulty maintaining attention, concentration, and following through on tasks. They can be hyperactive and impulsive.

Research indicates that conservatively 3-5% ofthe population is affected by this genetic condition. The severity level

ofADHD varies with each individual. Generally the condition is diagnosed when the effects ofthe symptoms signifi-

cantly impair the major life areas of school, social interactions, work and home. An individual can be diagnosed as:

• ADHD/Predominately Hyperactive, where hyperactivity and impulsivity are the majorproblem areas,

• ADHD/Inattentive Type, where difficulty maintaining attention and concentration is the primary problem, or

• ADHD/Combined Type, where an individual has significant problems in all areas.
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ADHD has only recently been recognized as a condition that continues into adulthood. Research now indicates

that 50% ofchildren and adolescents will continue to have clinically significant impairment that is diagnosable as adult

ADHD. The parenting process then becomes complicated by the fact that many parents have the very condition they

are parenting in their children. It is essential these parents learn skills for parentingADHD children or they will find

themselves unable to intervene effectively due to theirown issues with ADHD.

Parents first need new information aboutADHD research and skills for parenting to approach this monumental

task. Then, by understanding the strengths of the ADHD child and incorporating them into the parenting process,

parents will be able to face the challenge with an open mind and a positive outlook for success.

INTERACTINGWITHTHEADHD CHILD

First, parents must develop anew mind-set about ADHD. Then, they must help theirADHD children develop a

healthy mind-set as well. So how do you tell a child that he has ADHD? Ifyou tell him that he has a "deficit" or a

"disorder" it may leave him with the impression that he is broken. He probably already senses that he's different

because ofthe comments and feedback he has received from peers, teachers, the media, and other uninformed adults.

The last thing a parent wants to do is to make his child feel dysfunctional. Q
2

Children rely on their parents to provide them with accurate information about themselves and the ways of the VI

world. They are very perceptive and may be sensitive to the fact that there is a problem. So if parents decide not to

say anything to their child about his ADHD, they are making a big mistake. Parents may buy into the fallacy that ifthey

just pretend that nothing is wrong with their child he will neverknow there is a problem. However, he gets a different Z
message from those around him. This creates confusion and sets him up for more dysfunctional feelings. By not saying

anything, well-meaning parents add to the problem they were trying to avoid in the first place. q
z

How much do you tell a child aboutADHD? Six-year-olds perceive information very differently than ten-year-

olds. It is important to consider the child's developmental stage. There are many books available to educate children

about ADHD. By using these storybooks parents can put knowledge about attentional problems into language that

their child can understand.

Timing is also very important. Parents may want to take advantage of situations when their child is at ease (during

play, car trips, or participating in an interesting activity) to discuss attentional problems. Using concrete examples from

the child's own experiences may help him better understand his differences.

The relationship between the parents and child plays a vital role in the development process of a child who has

ADHD. It often determines whether or not the child will understand and trust what his parents tell him. Parents must

address the child's ADHD. They can't assume that he doesn't notice his differences or, worse yet, they must not try to

act like theADHD is not really abig deal. Itis! ADHD is ahuge deal to the child. It will have lifelong implications for

the parents, the child, and their relationship.

Parents will be challenged at every level in their relationship with theirADHD child. These challenges often force

(or create an opportunity for) the parents to take a closer look at themselves. The relationship is often a difficult one,

and parents tend to become overwhelmed with their parental role. They feel like failures. Parents may look into every

new fad, try every possible intervention and support group, and still feel as iftheir child is an unbelievable challenge. It's

at times like these when the relationship becomes most strained.

It is important that parents monitor the relationship between themselves and theirADHD child. Parents must learn

to recognize the point at which they step out of the parental role and become overly emotional. Beware ! An overly

emotional adult pitted against an overly emotional child usually results in a power struggle that spins out of control.
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Parents find themselves doing and/or saying things that they never would have thought possible. As parents develop a

greater understanding about parenting anADHD child, they become better able to recognize the patterns ofconflict in

their relationship. This is the first step in unwinding the cycle ofconflict.

Once parents recognize theirown overly emotional behavior, they must learn exactly what triggers their distress.

ADHD children are very perceptive and are quick to pick up on their parents' weaknesses. Parents must reach deep

within themselves to remain calm and rational. Parents may need to examine their own childhood. If parents have

unresolved childhood relationships with their own parents, it may be particularly difficult for them to handle similar

situations with their child. They may experience greater emotional stress and overreact when their child goes through

a developmental stage that caused them distress as a child. They may be emotionally blinded to see the situation for

what it is.

y. When parents become overly emotional they lose the perspective that allows them to be effective as parents.

Z Sadly, if this powerful struggle goes unrecognized, it often leads to an abusive situation for both the parents and the

child. This is why it is so important for the parent to become aware ofhis or her own emotional history as a child. Once

fa parents recognize what triggers their distress, they can develop coping skills that will help them maintain control. For

2 example, they may elect to take a break to cool down. A more composed parent can start anew in a more functional

Q frame ofmind. They also model an effective way for the child to monitor his own behaviorby taking a breakjust as his

U parents do.

u!

5 UNDERSTANDING ADHD
5
g Parents can benefit from creating a more functional frame ofreference forADHD. Many professionals approach

Q this with a neurodevelopmental perspective. They believe that each child has a unique neurological development.

fl While there are clear developmental norms where all children are similar, genetics, personality, and environmental

^ aspects vary extensively. For this reason each child has a unique rate of neurological development. A child's rate of

development may be accelerated in some areas and delayed in others.

Dr. Mel Levine, of the University ofNorth Carolina, takes the neurodevelopmental perspective even further. He
formed the All Kinds of Minds Institute, which trains professionals to understand a child's behavior from a

neurodevelopmental point ofview. The adults learn about the neurodevelopmental process by interacting with children

and helping them. Both adults and children learn that all children develop independently, at their own unique rate.

Adults are taught to intervene effectively by highlighting a child's strengths and helping him accommodate for his

weaknesses. According to Dr. Levine, there are no disorders, just differences in development. He teaches children to

recognize their developmental strengths and weaknesses and to understand their individual differences.

Attention is a neurological process. Research has shown that the attention centers in the brain are located in the

frontal lobe. This area of the brain has been found to be less active in individuals withADHD than in individuals who

do not have ADHD. Research in this area has focused primarily on the neurochemical processes in the frontal lobe,

particularly on the neurotransmitters like Serotonin, Norepinephrine and Dopamine. We have learned that Serotonin is

responsible for regulating the mood. Norepinephrine is responsible for evaluating the relationship ofcause and effect

which contributes to impulsive acts. Dopamine is the brain's focusing agent. It helps bring information from deep

within the brain to the surface and helps the brain hold on to external stimuli.

All ofthese neurotransmitters contribute to an individual's ADHD, but Dopamine appears to contribute the most.

Medications are used to control or lessenADHD symptoms. It is imperative to share this information with children in

a way that they can understand.

The School Home Improvement Programming Strategies (SHIPS) Project, founded by Byron Kocen, M.D.,
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takes a more functional approach to ADHD. Research has shown that when there is a difficulty maintaining attention,

a true neurological problem exists. SHIPS has taken this link one step further, maintaining that individuals withADHD
are highly creative and often very passionate about something in their lives. They are often talented and their level of

interest in their creative areas surpasses that of their peers. They also have a different way of looking at life and a

differentway ofdoing things. Because children withADHD go about life a little differently, their ideas and behaviors

are frequently misunderstood. Thus, SHIPS created a different way to describe them, as individuals with "Attention

Creative Difference".

Attentional differences do become a "deficit" and a "disorder" for ADHD children when they are asked to

complete tasks which seem boring, routine or monotonous. This is especially true when tasks require excessive

attention to detail with little room for flexibility. The SHIPS Project works to reframe the "deficit" and "disorder" by

building on the child's individual creative strengths and talents. It teaches parents to work with theirADHD child to

develop systems and routines to help monitor the details in all areas oftheir lives. This results in amuch more successful

parenting relationship and a happier, emotionally healthy child.
V>

PARENTALINTERVENTION §

The behavior ofanADHD child is one area that requires considerable energy and involvement on the part of the
j§j

parent. Children withADHD respond to the world, and to their parents, differently. They are often able to see through
jjj

the situation and manipulate the outcome because they are very smart, creative, and quick to perceive parental weak- "^

nesses. Disciplining the ADHD child requires quick thinking, creative parents. Parents are encouraged to learn as

much as they can aboutADHD so they canmonitor theirchild'sbehaviorandcreatively intervenewhen there are differences. Z

PROBLEMSOLVING TECHNIQUES 3

All children need to feel as ifthey have some control over their lives. This is especially true ofchildren withADHD ^j

because they often feel as ifthey have no control over their internal environment. Involving an ADHD child in the

discipline process gives him a sense ofcontrol. Involving the child in the problem solving process makes him feel as if

he has a stake in the outcome. It often encourages him to access his creativity to find solutions to the problem.

When problems arise, as they so often do with attentional children, parents must intervene to redirect inappropri-

ate behaviors. The best strategy is to help the child monitor his own behavior to prevent a problem before it occurs. If

that fails, the parents must creatively work with the child to solve the problem. This requires the parent to remain calm

in a time offrustration. It's important to remember that the attentional child looks at the world from a different point of

view and may not see his behavior as a problem.

IDENTIFYTHEPROBLEM

Frequently the parent's first task is to help the child identify the problem with his behavior. Let him retell the event

in his own words. Be careful not to subjecthim to your feelings or opinions; this can make him feel powerless. Ask him

to state the problem in his own words. Listen to him intently, being careful not to interrupt, and encourage him to find

away tocommunicate clearly. After the child finishes explaining the problem, you can help by clarifying misperceptions.

BRAINSTORM POSSIBLE SOLUTIONS

After identifying the problem, the next step is to begin finding a solution. Bramstorming possible solutions with

your child is the ideal place to begin. In this step it is important to identify as many solutions as possible, even some that

may appear quite outlandish. Later in the process you will evaluate them, but fornowjust throw out ideas. Write them

down. Try not to discourage his participation by being critical ofhis ideas either verbally or through body language.
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EVALUATETHESOLUTIONS

After brainstorming, ask your child to help evaluate all ofthe solutions. Assist the child to see the whole picture

and how each solution will affect it. Be careful not to make light ofany solution offeredby your child and be as flexible

as possible. You do not want to discourage his participation in the future. Work together to eliminate suggested

solutions that won't work. Your childmay feel discouraged ifyou cross offmore ofhis ideas than yours. So, when you

are generating possible solutions, you may want to put some silly solutions into the mix so some ofyour solutions can

be crossed through as well.

Since your child will be held accountable for whatever solution is decided upon, it will help ifhe feels as ifhe has

some say in the process. Even ifyour child arrives at a solution that is different from yours, if it will work without

damaging property or endangering anyone, give it serious consideration. After coming to agreement on the solution,

write it down. Praise your child for helping you solve the problem and ask him to commit to the solution.

BEHAVIORMANAGEMENT SYSTEMS

The use ofpositive reinforcement withADHD children can be the most effective part of any program. Children

withADHD receive so much negative feedback that positive feedback is always needed - the more the better. One

treatment center required that a positive statement be given every 1 5 seconds in a group ofeight to tenADHD children.

AnADHD psychologist used to say that ifyou don't go to bed tired ofgiving your child positive statements, then you

have not given himenough. It is more likely you are tired from criticizing and redirecting behaviors. Positive reinforce-

ment should be the essential part ofevery system for anADHD child.

Children withADHD often respond well to a reward system, especially when they are involved in the process.

These systems can be very simple or very complex. Generally speaking, the severity of behaviors you want to

extinguish will determine the degree ofcomplexity needed in the reward system.

The most important rule is to involve the child. Focus on and explain the behaviors you want to see. Do not put

emphasis on the behaviors you do not want to see. Use a positive tone ofvoice when you identify behaviors that you

would like to see. It is best not to address more than three behaviors at a time.

There are three key factors in successful parental intervention to keep in mind when designing abehaviormanage-

ment system:

1

.

First and foremost, keep it simple. Ifyour child appears to be frustrated orbecomes oppositional, it may

mean that yourbehavior management system is too complicated.

2. Tell your child exactly what is expected ofhim, using words or pictures to provide an example ofthe outcome

you would like to see.

3. Ifyou are attempting to create a certain behavior, let him help decide what the behavior should be. For

example, ifyou are targeting the behavior ofkeeping his room clean, it might help to give him some control

over where the trophies, toys, and so forth should be kept.

Behaviormanagement systems usually workwell withADHD children ifthe reward motivates him. Find out such

things as what he would like to spend his money on orwhom he would like to spend time with. This will give you clues

about possible rewards.

When your child achieves the targeted behavior it is tallied. Younger children under 7 years old usually respond

better to getting a chip or sticker. Children older than 7 years tend to respond better to a point system. When they

have acquired a specific number ofchips or points, they will receive the reward. The reward system will probably need

to be used for six or seven weeks, until the desired behavior has been established. Taper the systemdown slowly after
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it is no longer needed. Keep in mind, however, that you may need to pull it out again two or three times a year,

depending on the needs ofthe family.

Although parentingADHD children is a complicated process, the rewards are numerous. Thejoy of seeing an

ADHD child develop to his full capacity and grow into a successful adult is every parent's wish.

The vigor with whichmany individuals withADHD live their life is phenomenal. They grasp life by the horns and

ride it, never letting amoment pass that they can fully experience. The shutting down effect that the media, uneducated

adults and peers has on individuals with ADHD is heartbreaking. I urge you to join in the effort to create a new
understanding ofthese individuals so they can live happy, full, creative, and successful lives.

Learning to Communicate: Strategies for Developing Communication with

Infants Whose Multiple Disabilities Include

Visual Impairment and Hearing Loss
By Deborah Chen, Ph.D. Professor, California State University, Northridge

Reprinted with permission from reSources,

Volume 10, Number 5, Communication Issue, Summer 1999,

Published by California Deaf-Blind Services

All infants communicate through crying, fussing, smiling, body movements, and other nonverbal behaviors. With

repeated interactions, their parents, families, and other significant caregivers interpret the meaning ofthese signals and

respond accordingly. Through these early exchanges, infants discover that their behaviors have a powerful effect on

their caregivers and develop more efficient ways to communicate - through gestures and words. However, when m
infants have a visual impairment and hearing loss in additional to other disabilities, the communication process does not pQ

develop naturally. Their early communicative behaviors may be subtle or unusual and therefore difficult to identify and Q
interpret. For example, an infant (who is totally blind and hard ofhearing) may become quiet when her mother speaks A
to her. This passivity may be misinterpreted as disinterest rather than attentiveness. Another infant (who has cerebral

palsy and is deaf) may grimace his body when his father picks him up. These behaviors may be misinterpreted as

rejection rather than excitement.

At the same time, our usual responses, i.e., by talking to hearing infants or by signing to deaf infants, may not be

understood or even perceivedby infants with sensory impairments and multiple disabilities. Communication with these

infants requires careful planning, consistent attention, and specific procedures. The purpose of this article is to discuss Z
selected strategies that families and service providers can use for communicating with infants (birth to 36 months) who £l

are not yet using words and who have significant and multiple disabilities.

GETTING STARTED

Because the meaning ofan infant's early communication behaviors is tied to context, we must first identify how and

why an infant communicates during familiar activities. These observations provide information on an infant's current

level ofcommunication and ways to support interactions.

Make careful observations to interpret infant behaviors

1

.

Observe the infant in an everyday caregiving activity (e.g., diaper change, dressing, feeding, or bathtime) and

a familiar social activity (e.g., being tickled, action songs, being rocked, or other early games).

2. Identify how the infant shows interest, dislike, fatigue, or boredom though his or her behavior.
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3. Identify whether the infant communicates for (a) behavior regulation (e.g., to get someone to stop or start

doing something by protesting, refusing, or rejecting; requesting objects; or requesting actions); or for (b)

social interaction (e.g., to get someone's attention by greeting, seeking attention; requesting -social routines; or

requesting comfort).

Next, we should find out about the family's typical activities and communication practices. This way, strategies

will be tailored to fit the family's lifestyle and will be more useful to the family.

Family information

1

.

What is a typical day like for your infant?

2. What are your infant's favorite objects, activities, and people?

3. What are your infant's most disliked objects, activities, and people?

4. How does your infant communicate with you? What is he or she usually trying to tell you?

5. When is your infant the most communicative?

6. Have you found any special ways that help you to communicate with your infant?

7. What activities do you enjoy doing with your infant?

8. What songs or baby games do you play in your family?

9. What words do you use frequently in everyday activities with your baby?

10. What do you say when your baby does something that you like or makes you feel proud?

1 1

.

When is a good time or what is a good activity for playing with your baby?

Taking time to discuss these questions is important for all families and absolutely essential when service providers

and families have different cultural and linguistic backgrounds. Otherwise, a service provider's suggestions for sup-

porting the infant's communication may conflict with family practices. For example, an infant may be confused if an

English-speaking service provider says "good boy" to praise him while his Spanish-speaking mother says 'bravo."

Explanations of sign hand shapes based on English letters, e.g., "S hands" for the sign SHOE, will not make sense to

non- English speaking families who do not know the manual alphabet and is not immediately useful ifthe infant does not

wear shoes. Only through careful observations of the infant and thoughtful discussions with families, can service

providers suggest communication strategies that are most appropriate for a particular infant and respectful of the

family's culture.

SELECTED STRATEGIES

We must differentiate between the methods for communicating with an infant (input) and the ways in which an

infant is most likely to communicate (output). Input and output communication methods must be tailored to meet the

individual learning needs ofeach infant. For example, a mother may ask an infant "want to swing?" by using an object

cue (a blanket) for input, while this infant indicates "yes' by wiggling her body (output).

COMMUNICATION INPUT MUST BE ACCESSIBLE TO THE INFANT

Make use of the infant's available senses

Infants with multiple disabilities must receive comprehensive audiological and ophthalmological evaluations since

they are more likely to have vision and hearing problems than infants without disabilities. An infant's visual impairment
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is usually identified before a hearing problem because it is more obvious. If an infant is identified as having a visual

impairment and hearing loss, then every effort must be made to determine whether the infant would benefit from

corrective lenses and hearing aids.

Communication tips

• Speak naturally and close to an infant's ear. This is a natural way to help the infant discriminate speech from

the environmental sounds, particularly ifthe infant has a slight hearing loss, middle ear infection, or other

hearing problem, and does not wear a hearing aid.

• Reduce unnecessary noise. Turn off the television or radio and reduce other background sounds ifyou want

the infant to pay attention to what is being said or other spoken information. The signal (speech) must be at

least 30-40 dB louder than the background for a hearing infant to be able to attend to it; so background

sounds will interfere with the ability to understand what is said.

• Hold the infant on your chest and dance or sway in time to vocalizations to help the infant make a connection

between sound and movement.

• Imitate the infant's own vocalizations or actions. Infants will imitate behaviors that are within their own

repertoire before they imitate new behaviors. These imitation exchanges can become enjoyable turntaking

games.

• Develop other infant games, for example, by playing "peek-a-boo" and removing the scarffrom the infant's

face after saying 'peek-a-boo" or bouncing the baby in time to vocalizations.

Match the infant's developmental level. Our communication should fit the infant's cognitive ability and be tied to

ongoing actions and objects that the infant can perceive. Many infants whose multiple disabilities include visual impair-

ment and hearing loss benefit from the use of caregiverese, anticipatory cues and key word signs.

CAREGIVERESE

How we interact with infants is very different from the ways in which we interact with children who have language.

Hearing parents speak to infants using higher pitch and exaggerated intonation. Deafparents sign to infants by making

the movements bigger, making the signs on the infant's body, or making the sign on the object to which it refers. In

these interactions, both hearing parents and Deaf parents use animated facial expressions, gestures, short simple

phrases about what the infant is seeing or doing, and repeat words, touch the infant, wait for the infant's response,

interpret the infant's behaviors as communication, and imitate and expand on the infant's utterances. These character-

istics of so-called "motherese" or "fatherese" help infants to participate in early conversations.

Z
Communication tips £)

• Use short phrases with repetitive words to allow the infant time to process and understand what is said/

signed, for example, "take a drink", "you're thirsty", "drink somejuice", 'thirsty baby.'

• Add words to the infant's action to assist the infant's understanding ofwords and their meanings, for example,

"up, up, up" when picking the infant up.

• Use facial animated expression to engage the infant's visual attention, if appropriate, and to support what is

said, and to communicate in a natural way.

• Use natural gestures visually or tactually to engage the infant's attention, to communicate the meaning of

words, and to model the use of gestures in communication, e.g., wave bye-bye when saying "bye-bye",

gesture when saying "down."
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ANTICIPATORY CUES

Anticipatory cues are specific sensory prompts to help prepare the infant for an upcoming activity. They include:

tactile cues (e.g. , "let's put your sock on" may be communicatedby touching the infant's foot which is a touch cue) or

by having the infant touch the sock (object cue); auditory cues (e.g., tapping the spoon against the bowl to indicate

"let's eat"); kinesthetic cues (e.g., rocking the infant in your arms before placing her in the hammock); olfactory cues

(e.g., having the baby take a whiff of the soap before bathing him); or visual cues (e.g., wiggling your fingers in the

infant's visual field before picking him up). Do not use cues that elicit a negative reaction or are difficult for the infant to

perceive. For example, for infants who have had many pricks on their feet from blood tests, touching the foot would

be an aversive tactile cue for "let's put your socks on." Other infants may be very sensitive to certain scents and react

negatively to olfactory cues. Cues should be selected carefully for each infant, made in a consistent and precise

manner, and have a clear connection with what they represent. This way the infant can develop an understanding of

their meaning. For example, an infant will be confused if different tactile cues are used for the same message (e.g.,

touching the lips, or the chin, or the cheek to indicate "let's eat") or if different tactile cues on the face have different

messages (e.g., touching the lips means "let's eat", touching the chin means "open up for your toothbrush.").

FREQUENTLY ASKED QUESTIONS ABOUT CUES

Is there a certain sequence for using cues with infants?

There is no research on the use of cues with infants to guide how they should be introduced. Cues should be

individualized for each infant and dependent on the specific activity. However, a helpful principle is to begin with a cue

that will be easily understood by the infant, that is clearly related to the activity, and that is presented immediately before

the activity begins. For example, initially, it is probably easier for an infant to understand "get ready for your bath"

through a tactile cue (putting his hand in the waterjust before being put in the tub) than being given a whiffofbathsoap

(olfactory cue). Begin withjust a few cues that are very different from each other, and that represent different activities,

and are therefore easy for the infant to discriminate and to discover what they mean. For example, use a tactile cue for

Q bathtime (putting the infant's hand in the water), a touch cue for diaper change (tug on the infant's diaper), and an object

2 cue for playtime (quilt for the blanket swing).

What is the difference between a sign and a cue?

A manual sign is a symbol, a word, or a unit oflanguage that represents something. For example, the signMAMA
represents mother no matter the situation. A cue is a prompt that is individualized for each child, is dependent on the

specific activity or context, and is used to encourage a specific behavior. For example, tapping a child on the chin may

Q be a prompt for "open up" if the caregiver wants to brush the child's teeth; or for "take a bite" during meals; or "close

Q yourmouth" to prevent drooling.

k KEYWORD SIGNS

Many infants with multiple disabilities benefit from key word signs which are selected signs adapted for the

infant's learning needs. Using key word signs is not the same as using the simultaneous method (spoken English

together with a sign systembased on English) or using American Sign Language (ASL) which has its own grammar and

visual-spatial rules and is a different language than English. Initially, a key word sign is really a prompt or cue to engage

the infant's attention and to build an understanding ofthe meaning ofa word and what it represents. For example, the

signEAT made eitherby the adult touching the infant's lips with a flat handshape orby assisting the infant to touch his

own lips is really a touch cue or gesture rather than a sign. When key word signs are used with infants who have low

vision, the infant's visual needs must be considered. Signs should be made so the infant can see them, that is, within the

infant's visual field and at an optimal viewing distance; the rate ofsign production and size ofhand movements should

be modified to enable the infant to see the sign; and the signer's hands should be clearly visible in contrast to his or her

clothing.
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SELECTING KEYWORD SIGNS FOR COMMUNICATION INPUT

1

.

Ask the family to make a list ofwords that are most important for communicating with their baby.

2. Develop a list of vocabulary with family members and service providers, decide on the signs to be used for

these words, identify any adaptations that are needed, and use selected signs consistently across activities.

SELECTED ADAPTATIONS FOR KEYWORD SIGNS

• Make signs on the infant's body.

• Physically guide the infant to produce signs (coactive signing).

• Make signs smaller and close to the infant's face.

• Orient the infant's attention to a signer by touching the infant's face or body.

• Use tactile modeling by placing the baby's hands on yours to feel the sign movements (interactive signing).

• Match the number ofmovements ofthe sign with the number of syllables in the word when providing commu-
nication input, e.g.,MAMA is two movements.

Build on the infant's interests and strengths. Infants are likely to attend to objects, activities, and people they like

and are more likely to request these favorite things. For example, an infant who loves movement will be motivated to

ask for "more" of a bouncing game. This favorite activity may be used in an interrupted routine strategy to elicit

communication output, as shown below. Selected methods for encouraging the infant's expressive communication

should be based on the infant's abilities. For example, infants who Can control theirhand movements are more likely to

use some signs expressively than infants who have motor problems. An infant is more likely to make a choice between

a favorite object and a disliked object than between two objects ofequal appeal.

INTERRUPTED ROUTINESTRATEGY
J0

1

.

Select a movement activity that the infant enjoys and do about three movements.

2. Create a need for the infant to communicate by stopping the movement.

3. Wait quietly (count silently to 10 or 15 depending on the infant's response time) and observe what the infant

does.

4. If the infant responds, interpret the infant's behavior as communicative. Add words to the infant's behaviors.

Respond to the infant's communication by continuing the activity.

z
5. If the infant does not demonstrate an observable response, prompt the desired response (e.g., wiggle the **

infant's arms or legs), and immediately continue the activity.

Repeat this prompting procedure two more times so that the infant has three direct instruction experiences. Then

repeat from Step 3: interrupt the activity and wait quietly for the infant's response.

CRITERIA FOR SELECTING FIRST SIGNS FORPROMOTING COMMUNICATION OUTPUT

1

.

Identify the infant's favorite activities, objects, and people based on observations and the family interview

described previously.

2. To represent these preferences, select signs that are easy to produce, touch the body (e.g., EAT, MAMA),

have symmetrical movements (e.g., MORE), and look like or feel like what they represent (e.g., EAT,

WASH, DOWN).
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3. Provide frequent opportunities for the infant to use these signs.

CONSIDERATIONS FOR SELECTING KEYWORD SIGNS
AS COMMUNICATION OUTPUT FOR INFANTS WITHMOTORPROBLEMS

• Identify key words that have been selected by the infant's family and service providers and determine their

usefulness for the infant's expressive communication.

• Determine whether a manual sign is the most effective way for this infant to express a desire or need. What

type of physical assistance does the infant need to produce the selected sign? Is there an easier way for the

infant to communicate (e.g., using an object, picture, or other signal system)?

Provide time and repetition. Very young children without disabilities need to hear a word used in context about

200 times before they use it. Infants with multiple disabilities will need even more repeated experiences to understand

the meaning of a cue or word used in everyday activities. This significant need for consistency and repetition highlights

the importance ofmaking communication an essential part ofevery learning activity and daily routine. Not only the

infants, but everyone involved with them - family members and service providers - should all be learning how to

communicate.

ANNOTATED BIBLIOGRAPHY

Selected resources for supporting early communication with infants

who have severe and multiple disabilities

Bricker, D., Pretti-Frontzak, & McComas, N. (1998). An activity-based approach to early intervention (2nd

ed.). Available from Paul H. Brookes Publishing, Baltimore, MD, <www.brookespublishing.com>, (800) 638-3775.

Provides a process and format for infusing early intervention objectives within an infant's daily routine.

X Casey-Harvey, D.G. (1995). Early communication games. Routine-based play for the first two years.

£* Available from Communication/Therapy Skill Builders, San Antonio, TX, <www.hbtpc.com>, (800) 211 -8378. Play

activities which support early communication development of infants.

Chen, D. (Ed.) (in press). Essential elements in early intervention: Visual impairments and multiple dis-

abilities. Available from AFB Press, New York, <www.afb.org>, (800) 232-3044. Chapters on a variety of topics

including early intervention purposes and principles, meeting the intervention needs ofinfants with multiple disabilities,

caregiver-infant interaction, early communication, functional vision assessment and interventions, understanding hear-

ing loss and interventions, clinical vision assessments, audiological evaluations, creating meaningful interventions within

daily routines, and adaptations for including preschoolers with multiple disabilities in typical settings.

Chen, D. (1997). What can baby hear? Auditory tests and interventionsfor infants with multiple disabili-

ties [closed captioned video & booklet]. Available from Paul H. Brookes Publishing, Baltimore, MD,
<www.brookespublishing.com>, (800) 638-3775. Video examples of audiological tests, functional hearing screen-

ings, interviews with parents and early interventionists, and classroom activities with infants.

Chen, D. (1998). What can baby see? Vision tests and interventionsfor infants with multiple disabilities

[closed captioned video & booklet]. Available from AFB Press, New York, <www.afb.org>, (800) 232-3044.

Video examples ofclinical vision tests, interviews with parents and an early interventionist, and related activities with infants.

Chen, D., Friedman, C.T., & Calvello, G. (1990). Parents and visually impaired infants. Available from

American Printing House for the Blind, Louisville, KY, <www.aph.org>, (800) 223- 1 839. Collection ofprotocols for
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gathering information and developing intervention activities for infants with visual impairments based on observations

and caregiver interviews, for using videotaped data collection, tips for conducting homevisits, and for developing

home-based social routines.

Chen, D., Klein, D.M., & Haney, M. (in review). Project PLAI. Promoting learning through active interac-

tion [closed captioned video]. For information contact deborah.chen@csun.edu or call (8 1 8) 677-4604. Video

examples ofa five step process for developing communication with infants with multiple disabilities including visual

impairment and hearing loss.

Chen, D, & Schachter, P.H. (1997). Making the most ofearly communication. Strategiesfor supporting

communication with infants, toddlers, andpreschoolers whose multiple disabilities include vision and hearing

loss [closed captioned video & booklet]. Available from AFB Press, New York, <http://www.afb.org>, (800) 232-

3044. Video examples ofearly caregiver-infant games, simulations of visual impairment and hearing loss, strategies to

promote communication with infants and preschoolers, interviews with parents and teachers, and activities in an oral

communication preschool class, and in total communication classrooms for toddlers and preschoolers.

Freeman, P. (1985). The deaf-blind baby: Aprogramme ofcare. Available from William Heinemann Medical

Books, 23 Bedford Square, London,WCTB 3NN, England. A comprehensive guide of strategies to support the early

development ofinfants who are deaf-blind.

Gleason, D. (1997). Early interactions with children who are deaf-blind. Available from DB-LINK, The

National Information Clearinghouse on Children who are Deaf- Blind, <www.tr.wou.edu/dblink>, (800) 438-9376.

Booklet on early communication strategies.

Harrell, L. (1984). Touch the baby. Blind and visually impaired children as patients - helping them respond

to care. Available fromAFB Press, New York, <www.afb.org>, (800) 232-3044. Booklet that discusses touch cues

and signals to help prepare an infant for uncomfortable procedures in a doctor's office or hospital.

Klein, M.D., Chen, D., & Haney, M. (in review). Project PLAI. Promoting learning through active interac-

tion. A curriculumfacilitating caregiver interactions with infants who have multiple disabilities. For informa-

tion contact deborah.chen@csun.edu or call (818) 677-4604. A curriculum composed of 5 modules for developing

early communication with infants with multiple disabilities including visual impairment and hearing loss.

*0
!

Lueck, A.H., Chen, D., & Kekelis, L. (1997). Developmental guidelinesfor infants with visual impairment.

A manualfor early intervention. Available from American Printing House for the Blind, Louisville, KY, <http://

www.aph.org>, (800) 223- 1 839. A review ofrelated developmental research with implications for early intervention JJ

and suggestions for activities in the following areas ofdevelopment: social-emotional, communication, cognitive, fine Q
motor, gross motor, and functional vision.

Lynch, E.W., & Hanson, M.J. ( 1 998). Developing cross-cultural competence (2nd ed.). Available from Paul

H. Brookes Publishing, Baltimore, MD, <www.brookespublishing.com>, (800) 638-3775. A comprehensive and

invaluable source. Provides a review of the literature related to cultural diversity, child-rearing practices, cultural

perspectives on disability, and healing practices. Identifies the process ofdeveloping cultural-competence with par-

ticular implications for early interventionists. Specific chapters discuss working with families of Anglo-European,

Native-American, African-American, Latino, Asian, Pilipino, Native Hawaiian, and Middle Eastern backgrounds.

Morgan, E.C. (Ed.). (1994). Resourcesforfamily centered interventionfor infants, toddlers andpreschoolers

who are visually impaired. VIISA Project (2nd.). Available from Hope, Inc. Logan, UT, <www.hopepubl.com>,
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(435) 752-9533. A comprehensive two volume guide for addressing the intervention needs ofyoung children with

visual impairments. Topics include: working with families, support services, early intervention programs, transition,

preschool programs, and curriculum units (communication, language, social-emotional development, child-care and

self-care, orientation and mobility, learning through the senses, and cognitive development).

Rowland, C. (1996). Communication matrix. A communication skill assessment for individuals at the

earliest stages ofcommunication development. Available from Oregon Health Sciences University, Center on Self-

Determination, 3608 SE Powell Blvd, Portland, OR 97202. An instrument which identifies the range ofcommunica-

tion development from pre-intentional behavior and intentional behavior to the use of abstract symbols and language.

Watkins, S. (1989). A model ofhome interventionfor infant, toddler, andpreschool aged multihandicapped

sensory impaired children. The INSITE model. Available from Hope, Inc. Logan, UT, <www.hopepubl.com>,

(435) 752- 9533. A comprehensive two volume resource which provides practical information for the role of parent

advisors (early interventionists) in working with families and strategies for enhancing early communication, hearing,

vision, cognition, motor, and social-emotional development.

Ultraviolet A, Blue Light and Children

By Elaine Kitchel, Low Vision Research Associate,

American Printing House for the Blind

For years now, professionals in the fields of light energy and vision have known about the hazards ofultraviolet

(UV) light. Even experts differ as to the exact wavelength ofUV light waves. Generally speaking, however,UV light

is defined as the part of the spectrum which is divided into UV-A (380-3 15 nm), UV-B (3 14-280 nm), and UV-C
(279-200 nm).

UV-C and UV-B, though harmful will not be discussed here since they are virtually absent from indoor light.

However, a recent boom in the number of practitioners using blacklight activities has brought about high levels of

exposure to UV-A and blue light for a significant number of children. Why is that a problem? Recent research in

cellular biology has shown that exposure to the UV-A and blue light waves emitted by blacklight tubes can have long

term negative effects for persons exposed to it, especially children.

Blue light, that part ofthe visible spectrum which ranges for 500 to 38 1 nm, makes up halfofthe light emitted from

black light range. However, until recently, little had been offered in the way ofinformation about how blue light, and

UV-A affect the eye structures of children.

Bear in mind that as the lens of the eye ages, it begins to yellow. This yellowing gives adults some, but not

adequate, protection againstUV-A and blue light. However, children have not lived long enough to have this yellow-

ing. ThereforeUV orblue light which enters the eye will strike the retina at full-strength exposing not only the retina, but

the lens to damage. Dr. W.T. Ham, who has conducted research on the effects ofUV and blue light has written,

Most authorities do not believe that the near UV radiation absorbed throughout life by the lens is

a contributingfactor to aging and senile cataract. Thus by protecting the retinafrom near UV radia-

tion, the lens may become cataractous. My own personal opinion is that both the retina and the lens

should be protected throughout lifefrom both blue light and near UV radiation. (Ham, 1983, p. 101)

IfDr. Ham is concerned about exposure toUV and blue light from the exposures of daily living, one has to wonder

what he would say about young children who are being exposed several times a week to UV and blue light from
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blacklight activities. Many ofthese children receive no protection for their eyes, and for those that do, most of it is

woefully inadequate.

What is it aboutUV-A and blue light which make them hazardous? Tests done by Drs. Ham and Chen show that

when UV-A and blue light strike the retina the light waves inhibit the formation of a chemical called cytochrome

oxidase. This chemical is an important part of retinal cells because it transports oxygen to photoreceptor and other

retinal cells. Without cytochrome oxidase, the cells become deprived ofoxygen and eventually die. When enough cells

die, retinal degeneration occurs.

Many people have said thatUV-A and blue light will not harm children ifthe length oftime ofexposure is limited,

or iffrequency ofexposure is limited. In Sweden, Dr. E. Chen exposed the retinas ofmice to moderate levels ofblue

light. Two days later, lesions showed up on the rodent's retinas after only 2 minutes ofexposure. Similar research was

conducted by Drs. Gorels and van Noren. They concluded that the retinal damage done was a feature of the wave-

length, not duration or frequency ofexposure. This means, that even a short exposure to blue light, without adequate

protection, can cause retinal damage.

The experiments of Drs. Chen, Gorels, and van Noren were later done on primates with similar results. The eyes

ofrhesus monkeys are very similar to our own. Drs. Sperling, Johnson and Hawerth exposed the retinas ofrhesus

monkeys to blue light and found,

...extensive damage in the retinal pigmented epitheliumform absorption of energy by the mela-

nin granules. It should be pointed out that the damage seen, including the macrophagic activity,

disrupted cells andplaqueformation, is characteristic ofthat seen byHam et al. (1978), and others in

what he calls the photochemical lesion.

Often the lesions fromUV-A and blue light are scattered on the retina. It is only when enough ofthem appear and

coalesce that one begins to notice a vision loss. This is why vision loss is not immediate, but often takes many years to *0

manifest. This is the reason why children, especially ones who already are suffering from a vision loss, must be 7*

adequately protected. Q

Protection against blue light damage is simple. However, most practitioners who use blacklight tubes do not use

adequate protection. Most who bother to use any protection at all, use clear polycarbonate lenses for the child and

none for themselves. It cannot be emphasized strongly enough both practitioner and childwho are exposed to the

light emittedfrom blacklight tubes must be protected. Yellow polycarbonate lenses offer complete protection, in

most cases, against blue light hazard. Various goggles and lenses are available from such vendors as NoIR Medical

Technologies and Solar Shield. Objects will still appear to fluoresce ifviewed through a yellow polycarbonate filter.

With adequate protection being inexpensive and available, practitioners should be vigilant in their efforts to protect

the eyes ofthemselves and of the children who are exposed to the damaging effects ofUV-A and blue light.

You may read more about blue light hazard by requesting a copy of "The Effects of Blue Light" from

Elaine Kitchel atAPH, 1839 Frankfort Avenue, Louisville, KY 40206-0085.
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Visually Impaired Go to Camp -

Students Learn About the Sea and a Lot About Independence
U By Mel Huff, The Brownsville Herald, Brownsville, Texas

£ Reprinted with permission by the Brownsville Herald

A young girl with shoulder-length brown hair held a starfish upside down in her cupped hand and touched the

mouth at its center. "Look at that!" Brittany Madsen exclaimed as the thing curled a leg.

Madsen, a white cane tucked under her arm, crowded around a table with other students who were examining

seaweed, urchins and other creatures in one ofseveral large plastic trays. At the head of the table, Scarlet Colley held

a large hermit crab close to a group of students.

"This is a red hermit crab," she said. "He's got green, green eyes
!"

"Awesome!" another girl breathed.

The students were taking a hands-on tour ofmarine life with environmental educators George and Scarlet Colley

on South Padre Island. The students could have been any children at camp, but these children are visually impaired.

For seven years now the Region I Education Service Center has held camps for blind students. For the last three

years, children fromRegion II in Corpus Christi and Region HI in Victoria havejoined them. The camp was designed

with parents as well as children in mind, said Peter Graves, who wrote the original grant proposal with Linda Chromaster.

Both are Region One education specialists and certified vision instructors. Graves noted that it's hard for lots of

parents to let a child with a disability go away and develop independence. "Our goal is to help parents learn to relax,"
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he said. At the same time, children with disabilities can have a hard time developing independent living skills.

Graves said he expects that many campers will go to camps sponsored by the Texas School for the Blind and

Visually Impaired in Austin in the future. Our camp is a "firstcamp experience" close to home. Ifthey have never been

away fromhome before, the transition is much more difficult. 'This helps prepare them and their families," Graves said.

This is the second year Jessica Blake, 8, has been to the camp. Her mother, Cheryl Blake, said going to camp

again was all Jessica could talk about since January. "They learn they can do things by themselves. It really builds their

confidence," she said. Blake, a nurse at Valley Baptist Medical Center, volunteered to help with her daughter's camp

this year. "Homesick youngsters can call home at no charge at night, and parents can call or visitcamp to see how their

children are doing," Blake said.

The children were at Jeremiah's Water Park on Wednesday. The park has a trail with railings on both sides,

Graves noted, so "once kids get the feel of it, they're on their own, (although) we're always there watching."

Since Monday, the 32 campers, ages 7-18 have gone fishing on the Island Princess, played at Jeremiah's, driven

at Ben's Go-Karts and ordered dinners at Blackbeard's.

"Most haven't had these kinds of experiences," Graves said. "We have children who have never been to the

beach, who have never been to a buffet or ordered a meal in a restaurant." One camper last year had never seen a

dishwasher.

Camp refines the children's skills for daily living, said Christie Waida, a teacher from Region HI in Victoria. The

campers make their breakfasts and lunches, pick up their clothes, and make their beds. "Some have never made their

sandwich or put a toaster pop in the toaster," Waida said. Graves gives the campers money to buy their own dinners,

and they have to figure out how much they can spend for a meal, adding in their drink and tip. They order from menus

Graves types in Braille.
Jfl

In addition to providing campers the experience ofresponsibility, camp gives children the experience offreedom.

Wednesday evening many campers who will never drive a car controlled the speed and steered go-karts, with a

teacher telling them when to turn right or left. "At first I said, 'Oh, no! Am I going to drive?'" said Hilda Nino, a 16-

year-old student from Rivera High School. "Then I said, 'This is really cool
! '"

13
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"I don't like to go out at night," remarked Yesenia Burgos, also 1 6 and a student at Lopez. (Burgos has limited

night vision.) "We crashed a couple oftimes, but it was really fun!" she added. Burgos said the camp offers visually

impaired students an opportunity to meet others who are like them. 2
D

"They don't treat us differently," Nino said. "At school, they are afraid of talking to you or even touching you.

Here they aren't." This is Nino's second year at camp and Burgos' third. Some children have come back for four or

five years. Many teachers and lifeguards also come back year after year.

Waida talks about witnessing "the wonder ofdiscovery" when she watches campers touch a fish for the first time

or hold a fiddler crab and see how soft its claws are or experience what a wave is. 'This is the greatest refresher and

learning experience I have all year," she said. "It reminds me why I decided to dedicate my life to teaching."

Fabian Lara has been a lifeguard at the camp for three years. After the first year, he changed his major to

education for the hearing and vision impaired. "Some of these kids had never been near the water," he said. "Just to

see their expression change" when they get in is what draws him back every year.
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TSBVI Short Courses: A New Service Delivery Model
By Dr. Lauren Newton, Principal of Special Programs, TSBVI

The Texas School for the Blind and Visually Impaired is developing new ways to serve students in Texas with

visual impairments. TSBVI will be offering intensive short courses in special areas related to vision impairment (e.g.,

technology, independent living skills, O&M). The focus will be on courses that may be difficult to teach with enough

intensity in some public school settings. The programs could vary in time from a long weekend to a week, two weeks,

a month or a semester, depending on the subject(s) being taught. Similar intensive, short-term programs are being

developed throughout the country for children who are generally successful in their local districts but could benefit from

a special boost in certain disability-related areas ofinstruction.

In Spring 2000, TSBVI will pilot twonew programs. In addition, I will be talking with schools and parents across

Texas to learn more about other programs they would like to see for their children. These programs are offered at no

cost to local districts and parents (other than a small family fee for community outings when applicable). At the present

time, this offer includes transportation costs. The spring programs will be small so that TSBVI staffcan work out

problems before expanding. They will be:

•A one-week, intensive technology class during the month ofMarch

• A three-weekends camp for specific Independent Living Skills (January, February, March)

In Summer 2000, TSBVI will offer additional short instructional courses. These courses will occur simultaneously

with the enrichment programs the school has traditionally provided in the summer. Then beginning Fall 2000, short

courses will gradually increase during the regular school year.

Short-term programs will become better defined as they are implemented and evaluated by schools and parents.

Students eligibleforprograms at this time are those who are on grade level, or no more than two years below

grade level. These are the students who are most likely to benefit from brief instruction, then continue to progress in

their regular classrooms.

All programs will contain supplementary instruction in the areas ofIndependent Living and Social Skills. Transi-

tion services for a student's transfer to TSBVI and then back to the local school will be an important part of every

program. Our goal is that transition services will bejointly implemented by local district staff, parents and TSBVI. A
short intervention is likely to have little lasting effect without this help for the student when he or she returns to the

district.

The content of future classes is being considered at this time but remains open to input from statewide consumers.

Some possibilities are:

• Adapted Mathematics (e.g., Nemeth code, abacus, tactile graphs and graphics)

• Adapted Science (emphasis on labs and tactile representation ofconcepts)

• Elementary School programming focused on literacy, math,O&M and technology

• Adapted Technology

• Orientation and Mobility

• Literacy

• Independent Living Skills

• Social and Self-advocacy Skills
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TSBVI will continue to publish updated information in SEE/HEAR and on the TSBVI website as the short

courses are better developed. Please direct your questions and comments to:

Dr. Lauren Newton

Principal of Special Programs

Texas School for the Blind and Visually Impaired

Austin, TX 78756

E-mail: newton l@tsbl.tsbvi.edu

Life's Continuing Education Courses

By Terrell I. Murphy, Executive Director, Texas Commission for the Blind

Both ofmy kids are in college now and soon their mother and I will be in the empty nest stage of our lives. As we
continue the process ofnudging them out ofthe nest, I keep reminding my son and daughter that their education doesn't

stop when they get out of school. This first year as executive director of the Commission has certainly been one

uninterrupted continuing education course forme ! I learn something valuable every day.

Two of the most interesting "electives" I recently signed up for were a week-long orientation and mobility class

here in Austin and a three-day trip to The Seeing Eye in New Jersey as an invited guest. Learning some of the basic

skills of traveling with a cane and dog guide were great opportunities to experience confidence building in action.

During each session I was under blindfold and under the wings of a competent instructor's watchful eyes. I was

nudged along with encouragement, and with every step I tookmy self-confidence grew.

There's been some speculation about whether simulated experiences such as these are realistic enough to give a

person a smattering ofwhat it's like to be blind. That's a debate that will live on way past me. I know I could have

taken my blindfold off, but I didn't. I actually learned to cross a busy street with a cane and got better at sensing the

directional changes in the harness ofa meticulously trained dog as he guided me around shin-threatening fence posts.

The result? I not only learned more about the methods used to teach travel skills but also learned more about myself.

I found that the head knowledge I'd gained after 27 years in the field of rehabilitation matched my personal experi-

ences. If I were to lose my sight tomorrow or ten years from now, I know a lot of hard work would be ahead, but I'm

confident that with some good instruction I can still learn. Blindness is life-altering and sometimes a detour, but it isn't

the end ofproductivity.

We've been talking a lot about confidence at the Commission this past year, and I mentioned our Texas Confi-

dence Builders initiative in another issue ofSEE/HEAR. Blindfold training is only one aspect ofour initiative. Looking

back, we have gained a lot ofground in making sure our services concentrate on building self-confidence rather than *J

dependence on government and others. Although the Commission certainly isn't in the parenting business, we feel a m
sense of pride when the individuals we work with gain the confidence to leave the nest of rehabilitation services

because they have learned the skills to be confident travelers, workers, and participating community members either

for the first time or once again. It's equally rewarding to watch children who have visual impairments grow more self-

confident because of the specialized services available today. Along with their parents, we celebrate their day-to-day

progress toward being all they can be. 1

As this issue is being written, ournew fiscal year planning initiatives are underway and another school year hasjust J3

begun. I hope your learning experiences have been and continue to be as exciting as mine

!
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New Guidelines Will Assist States

By Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

For the past two years, a group of writers has been working hard drafting a new publication called "Blind and

Visually Impaired Students: Educational Service Guidelines". The National Association of State Directors of Special

Education (NASDSE) is in charge of this project, which has been funded by the Hilton/Perkins Foundation. Dr.

Gaylen Pugh was selected as Project Director, and has been very effective in keeping the writing of this document on

track. I was privileged to be one of the writers.

I want to emphasize the potential impact of this publication. NASDSE membership is comprised of the special

education leaders in each state. They have a tremendous influence on policy and practice regarding educational

services for students in their respective states. More specifically, members ofNASDSE have the capability of deter-

mining educational services for blind and visually impaired students. I also emphasize that we educators for blind and

visually impaired students did not go to NASDSE to promote the writing of this publication. They came to us. I have

to believe that the members ofNASDSE recognize the need fornew guidelines that will enable them to serve blind and

visually impaired students more effectively.

What follows is aNASDSE news release announcing the new publication. It provides some detail about the

content of "Blind and Visually Impaired Students: Educational Service Guidelines" . Ifyou do not receive a copy,

please order one - you'll be glad you did.

It's Ready, It's Out There!

NASDE and Hilton/Perkins Publish the Blind Initiative Guidelines

In September, NASDSE and the Hilton/Perkins Program of the Perkins School for the Blind disseminated their

educational service guidelines for students who are blind or visually impaired. The intention ofthis guidelines document

is to provide assistance to state and local education agencies, service providers, and parents. The document describes

essential program elements and features which must be considered when designing appropriate services for students

who are blind or visually impaired, including those students with multiple disabilities. A full continuum of options is

included.

The process fordeveloping this guidelines document, as well as its format and design, was patterned afterNASDSE's

Deaf Initiative guidelines published in 1994. The Blind Initiative document is the collaborative effort of 13 national

organizations that have special interest in the provision of services to visually impaired persons and their families.

Representatives from the major national consumer, advocacy, and educational organizations comprised the writing

team: A larger panel ofcontent experts provided review and comment on draft chapters.

The document is organized into five chapters, a glossary, and extensive appendices. Chapter One presents the

theoretical constructs on which the other chapters are based. It discusses what educators need to know about the

unique educational needs of students with visual impairments. It outlines public policy and legislation that affect these

students and their rights to full participant in the general school curriculum. In ChapterOne and subsequent chapters,

the role ofparents as equal partners in the educational process is discussed.

ChapterTwo presents the framework for services. It outlines the responsibilities ofthe state education agency to

maintain a unit to ensure the policies, procedures, and personnel are in place to meet the unique educational require-

ments ofstudents with visual impairment. The role ofthe state agency in providing adequate and timely resources and

appropriate reading materials, along with a full array ofplacement options, is discussed.
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Chapter Three describes the process of identifying and assessing individual needs. It addresses the issues of

personnel administering assessments, the need for on-going assessment of student progress, the interaction of func-

tional vision and additional disabilities, and appropriate learning and literacy media. This chapter reinforces the need

for parent involvement and the responsibility ofthe educational system to include parents in meaningful ways through-

out the process and decision making.

ChapterFour identifies concepts that must be addressed following assessment in reviewing program options and

placement. Educators working collaboratively with parents and students develop programs in educational setting

which meet the unique individual needs ofeach student who is blind or visually impaired. These options allow the

students an expanded core curriculum and appropriate opportunities to participate with peers and mentors who are

visually impaired, as well as with those who are sighted.

Chapter Five describes characteristics ofpersonnel who will work with students who are blind or visually im-

paired, including those with multiple disabilities, in appropriate placements once they have been identified. This chapter

discusses the specialized knowledge, skills, and attributes needed to provide educational and orientation and mobility

services to students who are visually impaired. Proficiency ofeducational personnel in literacy and communication

modes (including Braille reading and writing and use ofoptical devices) and specialized training of service providers in

orientation and mobility, assistive devices and technology including Braille, speech, and low vision technology are also

discussed.

The Glossary provides an in-depth look at some of the terminology used throughout the document. A user-

friendly table ofcontents assists the reader in locating specific information as some issues overlap and are repeated in

different contexts. The Appendices section will provide the reader with valuable resources and more extensive expla-

nation ofchapter content.

The document has been distributed to state directors of special education, organizations, and parent and con-

sumer groups by the Hilton/Perkins Foundation. Individuals seeking additional copies should contact the Hilton/

Perkins Foundation, Perkins School for the Blind, Watertown, MA. For further information on the project, contact Dr.

Gaylen Pugh, Project Director, National Association of State Directors of Special Education, (256) 772-4350 or via

e-mail at hlpughjr@aol.com.

Editor 's note: There are several new books out thatparents and even professionals may want to purchase

related to IEPs and IDEA. These books were review in the 1999 Library Summer Selection (a special supple-

ment to Exceptional Parent magazine). We thought you might enjoy learning about these publications.

The Prospectorand GoalMine
Written by Don & Maureen Cahill

Reviewed by Tricia and Calvin Luker

Reprinted with the expressed consent and approval o/Exceptional Parent, a monthly magazineforparents

andfamilies ofchildren with disabilities and special health care needs. Subscription cost is $36peryearfor 12

issues; Call 1-877-372-7368. Offices at 555 Kinderkamack Rd. Oradell, N.J. 07649.

We parents ofchildren with special needs must learn to navigate through many different service systems while

raising our children. For most parents, the school system provides the greatest challenge and requires the most effort.

Federal and state laws protect the educational rights ofchildren with special needs. However, these laws are enforced

through a procedural maze most parents find to be complex and unfriendly.
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The Prospector and Goal Mine, by Don and Maureen Cahill, gently but effectively guides parents through the

special education maze, empowering them to be strong advocates for their children's needs. Although the authors

assume readers are generally familiar with an Individualized Educational Plan (TEP), they breathe life, and understanding

into the core element - goals and objectives - of all IEPs.

The Prospectorand GoalMine come in a single, spiral bound volume written in parent-friendly language. Sample

goals and objectives are divided into practical subject areas to make it easy for readers to find suggestions specific to

their particular need.

The Prospector concisely describes educational "goals" and "objectives", and clarifies the distinctions between

them. The authors walk the reader through how goals and objectives are developed and how they should be used to

plan and measure a child's educational course.

In Goal Mine, the authors apply The Prospector's lessons in 26 educational needs areas. Over 5,000 examples

show what good goals and objectives look like and give readers specific goals and objectives to use on their child's

IEP. Suppose a child diagnosed with Attention Deficit Disorder has difficulty attending school. GoalMine offers 5

1

specific goals/objectives which promote the targeted need ofimproved attendance.

While the special education system can overwhelm many families, The Prospector and Goal Mine 's wealth of

accessible information helps ease the confusion. They are a "must carry" item in every parent's or advocate's educa-

tional arsenal. We highly recommend this volume.

Free andAppropriate Public Education (5th Edition)

By Rud and Ann Turnbull, Love Publishing

Reprinted with the expressed consent and approval ^/Exceptional Parent, a monthly magazineforparents

andfamilies ofchildren with disabilities and special health care needs. Subscription cost is $36peryearfor 12

issues; Call 1-877-372-7368. Offices at 555 Kinderkamack Rd. Oradell, N.J. 07649.

Our first book review presented what we believe is a "must carry" resource in every advocate's briefcase - The

Prospector and Goal Mine, by Don and Maureen Cahill. We are now pleased to present the second book that is a

"must" for the effective advocate - Free andAppropriate Public Education (5th Edition), by Rud and Ann Turnbull.

It is the defining legal resource for all special education advocates.

The Turnbull's, who co-founded and co-directed the Beach Center on Families with Disability at the University of

Kansas, take the cumbersome legal process that is special education and turn it into a powerful, reader-friendly guide

to understanding special education advocacy. The book has three parts which include: an introduction to the Individu-

als with Disabilities Education Act (IDEA); the six principles ofthe law; and the enforcement ofthe law. This edition is

updated to include the 1997 IDEA amendments.

The first part of the book places the special education struggle in historical context, preparing the reader for the

principles at the heart ofIDEA. The Turnbulls tell the reader where the law comes from, and why it is needed. This

explains its power in the special education process. The reader learns how to make this law work for individual

students. A reader who understands why IDEA was needed in the first place will be well armed to advocate for a free,

appropriate public education for all students. This historical framework alone makes the book invaluable.

The second part of Free andAppropriate Public Education focuses on the six principles ofIDEA: zero reject

(including discipline); nondiscriminatory evaluation; appropriate education (including positive behavior support); least
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restrictive environment (access to general education); due process (including mediation); and parent participation. The

Turnbulls leave no stone unturned in detailing what families ofchildren with disabilities have a right to expect from

school administrators and teachers. The first-time reader is thoroughly educated about the law and how it relates to

children with disabilities. The return reader and practicing advocate is given sophisticated information directly appli-

cable to specific issues. The Turnbulls put each principle into historical perspective as well as the script of practical

day-to-day reality.

The book's final section tells parents how to use the law to obtain a truly free appropriate education for children

with special needs. They give the reader a straightforward discussion ofhow IDEA is enforced. The authors give

equal emphasis to hardball legal mechanisms and emerging alternative dispute resolution practices. A parent or advo-

cate who understands how the law really works is better able to weigh specific choices for their child.

Free andAppropriate Public Education also includes comprehensive resources. This 400-page hard cover

book contains the 1997 IDEA amendments; a glossary; a table of important cases; and extensive excerpts from the

three landmark educational rights cases.

This book is ideal for the parent who cannot take advantage of opportunities to attend or participate in special

education training or conferences. In addition, it serves as an invaluable resource to those parents and advocates who

provide training opportunities or direct advocacy for other parents and families. The book is easy to use to refresh

one's understanding of specific concepts or procedures. Finally, Free andAppropriate Public Education constantly

reminds readers thatIDEA belongs to the families and not to the schools. It is not unreasonable for families to ask that

IDEA be followed. The Turnbulls have given families a briefcase resource which lets them put reason into practice.

We heartily recommend this book and award it the Exceptional Parent Symbol ofExcellence.

Free andAppropriate Education, item codeLV 129ED, can be ordered through the Exceptional Parent Library,

telephone (800) 535-1910.

Secrets

By Nancy Adrian, Volunteer Coordinator

North Texas Taping and Radio for the Blind, Dallas, Texas

There are some well-kept secrets in Dallas, Texas - approximately 2,400 ofthem - and they are multiplying

rapidly. 'THEY" are the 2,400 titles ofrecorded books waiting for listeners in the library ofNorth Texas Taping and

Radio for the Blind. Never waiting to gather dust, these books are educating, instructing and entertaining thousands of

children and adults across the state - people with vision impairments, learning disabilities and those with the inability to

pick up or hold their books and magazines.

Ofcourse, there are other sources for recorded books. The National Library Service, city and county libraries,

American Foundation for the Blind, American Printing House, local commercial firms which rent and sell books on

tape - all with their benefits, all with some drawbacks. So, how is NTTRB better (or worse) than these?

AtNTTRB, we read on request books sent to us by our clients. Once completed, and ifdeemed to have a wide

appeal, the books go into our standing library for distribution to everyone. Herein also lies our one drawback - speed

ofcompletion. Because we utilize strictly volunteer readers, the time it takes us to produce can create an embarrass-

ment for us and an aggravation for our clients. Most, however, have learned that our readers are wonderful, and with

our other benefits, the wait is worth it.

<
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At NTTRB, we utilize standard two-track cassettes. This makes the bundle which arrives at your door a little

larger, but this enables you to play these recordings in the car, on a "Walkman", or on any regular tape player.

At NTTRB, we believe you probably like some books so much that you'd like to keep them around for a second

or third listening. We also know that moving tapes back and forth sometimes gets to be inconvenient. Thus, the

recordings become your property. We don't want them back. Besides, ifyou leave them in the car on a 100+ degree-

day, or spill the morning coffee on them, we'd rather this be your problem. We will, rest assured, replace the damage

at no cost. If, however, you receive a book and don't like it at all, do send it back. Somewhere out there someone is

aching to hear it.

At NTTRB, all we ask to get the process started is a phone call to our 800 number - no application or enrollment

forms required.

At NTTRB, the cost to you is NOTHING. As long as you live within the state, we send your recorded books

through the mail as "FREEMATTERFORTHE BLIND", at no charge to you, our listeners.

So you see, there are some differences ! Hopefully enough to make you curious enough to give us a try. With as

much talent as exists within our agency, and with the amazing time and devotion our volunteers give to the production

ofthe recordings, we want their voices to fulfill the mission which brings them in to read in the first place. Catalogs of

our recorded books are available for a phone call. Sorry, no copies in Braille or on cassette - they change daily, and

would require an inordinate amount oftime to keep updated.

Well, the secrets are out! Please, give us a call at (800) 87 1-7668 or (214) 87 1- 7668. Our fax number is (214)

87 1 -7669. Direct your inquiries to Sharon Komom or Nancy Adrian and they will make certain you find many books

worth listening to.

Funding Assistive Technology

From the UCP website

<www.ucpa.org>

United Cerebral Palsy (UCP) is pleased to offer you a series of booklets developed by Neighborhood Legal

Services National Assistive Technology Project and UCP. These booklets contain the most up-to-date information on

funding assistive technology through the health, education and Vocational Rehab systems.

Funding ofAssistive Technology - The Public School's Special Education System as a Funding Source

The Individuals with Disabilities Education Act of 1997 (IDEA) offers many exciting opportunities to support

students with disabilities, family members and school personnel through the use of assistive technology. UCP is

pleased to provide with you a comprehensive document that gives you with the most current information on the state

of the law and AT funding. This document should provide you with a working knowledge of the relevant laws,

regulations and interpretations ofthem as they relate to a school district's obligations under the law. We hope you find

this publication useful and find it useful in helping families and students with disabilities gain access to technology.

Funding Augmentative and Alternative Communication Devices Through Medicare -

The Decision Making and Appeals Processfor Non-HMO Participants

u\ As the number of adults with disabilities eligible for Medicare increases, the use of this untapped resource for
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funding creates new funding options for individuals seeking augmentative communication devices. We hope you find

this publication useful in your continuing efforts to fund technology for those who need it.

Funding ofAssistive Technology:

State Vocational Rehabilitation Agencies and Their Obligation to Maximize Employment

This publication covers important topics ofcritical importance to individuals with disabilities who are entering the

workforce including students transitioning from school, assistive technology for the college student, and the availability

ofassistive technology.

Ifyou would like a paper copy of any of these booklets, contact United Cerebral Palsy, 1660 L Street, NW, Suite

700, Washington, DC 20036-5602. Phone: (800) USA-5-UCP or (202) 776-0406; TTY: (202) 973-7197; Fax:

(202) 776-0414; E-mail: ucpnatl@ucpa.org; or visit the website at <www.ucpa.org>.

The SURE Project

By Jean Robinson, Family Support Specialist, TSBVI, VI Outreach

I recently received some information from Partners Resource Network outlining a new project that has just been

funded and is called The SURE Project. The mission of the SURE (Seeking Unlimited Recreational Experiences)

Project is to improve the quality of life for children and adults with disabilities through recreation and social activities.

The project's goals include:

1. Build Partners Ranch, a 26 acre camp/retreat center near Evadale, TX. The camp will be 100 % accessible

to people with disabilities.

2. Integration ofpeople with disabilities into current programs through community education and awareness.

3. Create recreation and social activities for children and adults with disabilities.

4. Become financially stable through community support and fundraising.

5. Have some fun and games.

The SURE project will be sponsoring events and activities year round. One of the main areas of focus is outdoor

activities, e.g., nature hikes, ball games, camp-outs, and picnics. The project will enlist the help of various service

organizations as well as individuals who would like to volunteer their time. Events and activities take place primarily in

Angelina, Chambers, Hardin, Jasper, Jefferson, Liberty, Montgomery, Nacogdoches, Newton, Orange, Polk, Sabine,

San Augustine, San Jacinto, Tyler, and Walker Counties.

Contact SURE Project at (409) 898-4684 for an up-to-date schedule ofnew activities. This project is funded by

a federal grant through the US Department ofEducation.

For more information contact: Partners Resource Network, Inc. - The SURE Project, 1090 Longfellow, Suite B,

Beaumont,TX 77706-48 19; phone (409) 898^684 or (800) 866-4726; or visit their website at <http://www.paitnerstx.org>.

<www.puzzlemaker.com>

Teachers and parents, welcome to Puzzlemaker! On this website you can create puzzles and games

for your newsletters, flyers, handouts, or classroom assignments.
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Mail or e-mail your new classifieds to Jim Durkel at:

TSBVI Outreach, 1 100 West 45th St., Austin, TX 78756, or durkelj @tsbl .tsbvi.edu.

An up-to-date Statewide StaffDevelopment Calendar is posted on TSBVI's website at <www.tsbvi.edu>.

4

14

z

Through Your Child's Eyes

Have you ever wondered how your child "sees" the

world? Have you ever considered what a world with

little or no sight might be like? If these questions seem

important to you, then Through Your Child's Eyes was

designed with you in mind. At this workshop you will

have the opportunity to:

• meet other parents of children with visual impair-

ments and deafblindness

• learn how the eye works and how your child's

visual impairment impacts his vision

• participate in activities that simulate visual impair-

ments

• learn about the resources available to you and

your child

• learn about advocating for quality programming

for your child

• meet adults who have visual impairments

Target audience: Parents of young or recently diag-

nosed children with visual impairments, including mul-

tiple impairments. This workshop has been scheduled

in the following locations:

Corpus Christi: January 8 - 9, 2000

Contact: Joyce West at ESC 2

(361) 561-8524

Waco: February 25 - 27, 2000

Contact: Tina Herzberg at ESC 12

(254) 666-0707

or

MollieO'LearyatTCB

(254) 753-1552

Ft. Worth: April 28 - 30, 2000

Contact: Judy Hamilton atTCB
(817)926-4646

International Parent to Parent

Conference 2000:

"Pioneering Spirit -

Blazing New Trails"

May 5 - 7, 2000

Reno Hilton Casino and Resort

in Reno, Nevada

Nevada will be the host for the 10th biennial Interna-

tional Parent-to-Parent Conference, one ofthe largest

conferences ofparents and families in the world. It will

bring parents/families and professionals from around

the world together to share and learn from each other

about how best to support families and develop best

practices for people with disabilities as we transition

into the 2 1 st Century.

Topic areas include:

• Family - professional relationships & partnerships

• Innovative programs and strategies

• Community resources and collaboration

• Leadership building for family members

• Strategies for addressing challenges ofdiversity

and culture

• Legal rights and the system

• Fathers

• Technology

• Medicine

• Education

For more information contact:

Cheryl Dinnell, (702) 784-4921, ext. 2352

or cdinnell@scs.unr.edu
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INSITE:

A HOME-BASED MODEL FOR
INFANTS, TODDLERS, & PRESCHOOLERS

WHO ARE SENSORY IMPAIRED
WITHOTHER DISABILITIES

The training is for professionals who work

with families and their children

who are sensory impaired

Six-day training to be held in El Paso

NOVEMBER 18 & 19, 1999

DECEMBER 9 & 10, 1999

JANUARY 20 & 21, 2000

Six-day training to be held in Austin

MAY 1- 6, 2000

Contact Gigi Newton, Texas Deaf-Blind Outreach

Texas School for the Blind and Visually Impaired

1100 West 45th

Austin, TX 79756

(512)206-9272

newton_g@tsbl .tsbvi.edu

Parents as Case Managers Seminar

February 26 - 27, 2000

Galveston, Texas

This seminar is full ofinformation for individuals with

disabilities, their families, educators, caregivers and

professionals. Some information is also applicable to

the needs ofthe elderly infirmed.

For registration information, contact Norma Archer at

(281) 807-4663 or (281) 315-8811. The seminar in-

cludes a 400-page resource manual provided by a

grant from the Texas Planning Council on Develop-

mental Disabilities.

Topics include: special needs trust, qualifying for So-

cial Security Disability Income and SSI, guardianship,

Social Security Work Incentives, and more.

The TSBVI Website at <www.tsbvi.edu>

is constantly being updated. Check it out today

fornew information about teaching children

with visual and multiple impairments.

REGIONAL WORKSHOPS

Region 1 Education Service Center

12/10/99 - Braille Strategies & Techniques

Location: McAllen - Doubletree Hotel

Registration Deadline: 11/29/99

Presenter: Debra Sewell, TSBVI Outreach

Audience: VI Teachers

ESC Contact: Peter Graves at (956) 383-561

1

Braille strategies and techniques will be explored and

the new braille curriculum from Texas School for the

Blind and Visually Impaired will be introduced.

1/28/00 - Advanced MegaDots

Location: Region 1 ESC - AT Lab

Registration Deadline: 1/14/00

Presenters: Linda Chromaster& Peter Graves

Audience: VI Teachers

ESC Contact: Linda Chromaster at (956) 383-561

1

Participants must be experienced with MegaDots soft-

ware. Training will cover import/export ofdocuments,

style sheets, find& replace, spell check, textbook for-

matting, rules files, tabs& tables, use ofclipboard, and

foreign languages.

2/15/00 - Advanced Abacus

Location: Region 1 ESC
Registration Deadline: 2/01/00

Presenter: Debra Sewell, TSBVI Outreach

Audience: VI Teachers

ESC Contact: Peter Graves at (956) 383-561

1

Advanced strategies and techniques will be introduced

for the instruction ofabacus skills to VI students.

2/22 - 24/00 - Integrating the TEKS
Location: Region 1 ESC - Starr Room

Presenters: Region 1 ESC Staff

Audience: Elementary Teachers

ESC Contact: Harold Mosher at (956) 383-561

1

Two-day workshop, with a third day follow up

inservice to assist teachers in developing interdisciplinary,

thematic lessons to meetTEKS Student Expectations.
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2/29 - 3/2/00 - Integrating the TEKS
Location: Weslaco- Victoria Palms Convention Center

Presenters: Region 1 ESC Staff

Audience: Elementary Teachers

ESC Contact: Harold Mosher at (956) 383-5611

Two-day workshop, with a third day follow up inservice

to assist teachers in developing interdisciplinary, thematic

lessons to meetTEKS Student Expectations.

Region 2 Education Service Center

1/17/00 - LIFE - The Syracuse Curriculum for Stu-

dents with Moderate/Severe Disabilities

Location: Region 2 ESC
Presenters: Debbie Bravenec and Susan Matthews

Audience: Teachers of students with

moderate or severe disabilities

ESC Contact: Debbie Bravenec at (361) 561-8525

Participants will learn strategies for evaluating& revis-

ing IEPs; practice writing functional, measurable IEP

goals; become familiar with the basics ofeffective room

arrangement; learn strategies for planning and imple-

menting activity-based lessons; review skill sequences

for teaching functional academics; and explore possible

assistive technology solutions.

Region 3 Education Service Center

11/12/99 - Toilet Training for Students with

Autism and other Disabilities

Location: Region 3 ESC
Presenter: Maria Bird Wheeler

Audience: Educators and Parents

ESC Contact: Mary Scott at (36 1 ) 573-073

1

Maria brings us an excellent guide through the special

difficulties encountered when toilet training an indi-

vidual with autism. Her book brings over 200 toilet

training tips, 50 case examples from which you can

learn, and 40 "cautions".

Registration Fee: $20 (covers the price of the book)

11/19/99 - Itinerant Vision Teacher Meeting

Location: Region 3 ESC
Presenter: Brian Jones

Audience: Vision Teachers

ESC 3 Contact: Brian Jones at (361) 573-073

1

In this meeting vision teachers will have an opportunity to

share ideas about working with studentswho have visual

impairments. The discussion will include issues related to

ECI and deafblindness.

11/17/99 - The Nuts & Bolts

ofTransition Planning

Location: Region 3 ESC
Presenter: Nancy Hunter, Transition Spec, ESC 20

Audience: VACs, Transition Specialists and Second-

ary Diagnosticians for students grades 7-12

ESC Contact: Sandi Baecker at (361) 573-073

1

A discussion ofimportant issues in transition planning

forVACs and Transition Specialists. Topics will focus

on the development of the FTP, federal legal issues in-

volving transition, transition indicators on the DEC,

courses credits, and TEKS.

Region 4 Education Service Center

12/2 - 3/99 - "Where Do I Begin?": A Problem-

Solving Approach to Address the Needs of Chil-

dren with Autism Spectrum Disorder (ASD)

Location: Region 4 ESC
Presenter: Denise Sawan Caruso, CCC-SLP
Audience: SLPs, Educational Diagnosticians, School

Psychologists and Teachers of all levels

ESC Contact: Elaine Bergman at (713) 744-6597

Are you constantly seeking problem-solving strategies

for children with autism spectrum disorders? This two-

day workshop will discuss the ASD/PDD spectrum

and the variability ofneeds for this population ofchildren.

Registration Fee: $50, Non-Region 4 Fee: $75

12/7/99 - Administrative Issues: Supports & Ser-

vices for Students with Complex Health Care Needs

Location: Region 4 ESC
Presenter: Janet Little Horton

Audience: Campus and District Administrators, Su-

pervisors and Coordinators, K - 12 Educators and

School Nurses

ESC Contact: Susan Parker at (7 1 3) 744-6398

Registration Fee: $20, Non-Region 4 Fee: $30

12/8 - 9/99 - Consider The Possibilities:

Every Move Counts

Location: Region 4 ESC
Presenter: Jane Korsten, CCC-SLP,

Independent Consultant, Overland Park, KS
Audience: Staffworking with students using assistive

technology, SLPs, Educational Diagnosticians and re-

lated service staff

ESC Contact: Angela Standridge at (7 1 3) 744-683

1

Registration Fee: $50, Non-Region 4 Fee: $75
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Region 7 Education Service Center

12/10/99 - Adaptive Technology Made Simple

Location: Region 7 ESC - Building 1 , Preview Center

Presenter: Don Patterson, Lufkin ISD

Audience: VI & Classroom Teachers, Paraprofes-

sionals and Parents

ESC Contact: Susan Bassham at (903) 984-307

1

This workshop will include a discussion on Adaptive

Technology for VI students and how it can be made

simple. Participants will install software and receive

hands-on instruction on basic keystrokes needed for

accessing the adaptive technology.

Region 20 Education Service Center

1/20 - 21/00 - Assessment & Treatment

ofFeeding Disorders Workshop
Location: Region 20 ESC - Conference Center

Presenter: Sandy Mader, M.A., CCC-SLP
Audience: Speech Pathologists, Teachers, Teacher

Assistants, Parents and related services personnel

ESC Contact: Britt Green at (210) 370-543

1

Neuro-developmental treatment focuses on inhibiting

abnormal movement patterns while facilitating normal

movements. This program focuses on diagnosis and

treatment of oral motor problems and swallowing dis-

orders associated with cerebral palsy. Participants

learn to facilitate more normal spoon feeding, cup

drinking, biting and chewing, and selection of appropri-

ate foods, utensils and positioning. Children will be

present to demonstrate appropriate techniques.

Registration Fee: $25

1/25/00 - Assessment for Transition Planning

Location: Region 20 ESC - Conference Center

Presenter: James Patton, Ph.D., UT Adjunct Profes-

sor, Director ofDevelopment at Pro-Ed Corporation

Audience: Educational Diagnosticians and licensed

specialists in school psychology

ESC Contact: Dee Dee Lewis at (210) 370-5478

This workshop will present a thorough review of the

theory and practice oftransition planning for individual

students. By using the Transition Planning Inventory

(TPI) it is possible to identify areas of transition

strengths and needs in a manner which is comprehen-

sive and guides further assessment, planning, and/or

linkage to services. The process uses formal and infor-

mal methods and includes as part of the assessment

team the student, the family, and school/community

professionals. Knowledge, skills, and behaviors are

evaluated in each ofthe eight planning areas including:

employment, further education/training, daily living, lei-

sure activities, community participation, health, self-de-

termination, communication, and interpersonal rela-

tionships. Each participant will receive a copy of Tran-

sition Planning Inventory: Assessing Transition

Needs, authored by the presenter.

Registration Fee: $25

1/31 - 2/1/00 - Seating & Access II - Those Stu-

dents Who Grow Up!

Location: Region 20 ESC - Conference Center

Presenter: Karen Kangas, OTR
Audience: Teachers, Occupational and Physical

Therapists and Speech Pathologists

ESC Contact: Britt Green at (210) 370-543

1

With students who are non-speaking, have physical

disabilities, require alternative access for augmentative

communication, power mobility, and other assistive

technology there are finally systems at work. With ap-

propriate systems students grow and change. Should

the system of seating, access, and technology be repli-

cated or changed? How can we make this compli-

cated transition work? This workshop will explore

supporting the continued growth and changes of these

students and facing the complicated issues involved.

Students will be used as part of the assessment pro-

cess. Please call Britt Green ifyou have a student who

would benefit.

Workshop Fee: $25

Job Announcement

Spring Branch Independent School District

is looking for a Vision Teacher

SBISD is looking for a Vision Specialist who has at

least a Bachelor's degree in a related field, previous

teaching experience, a valid Texas teaching certificate,

the ability to work effectively with both adults and chil-

dren, and the physical capacity to assist students with

physical disabilities.

Inquiries should be made to:

Personnel Department

Spring Branch ISD

955 Campbell Road

Houston, Texas 77024

Phone: (713) 464-1511; Fax: (713)365-4879
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Kate's Corner

If you are receiving this newsletter, congratulations! You are one of the approximately 1,900 individuals who

remembered to send in your update for our new mailing list database. We are pleased that you took the time to send

it in, and we think this new database will be much more accurate than our previous one. However, our old mailing list

had over 7,000 addresses. Now, we know that many of those were old addresses, and we know that some people no

longer want to receive SEE/HEAR for one reason or another. We also think that many people who did want to

continue getting the newsletter didn't get an updated form mailed to us. Since you did, we need your help.

Ifyou are a teacher, caseworker, or other professional working with families ofchildren with visual impairments or

deafblindness, please check with those families and ask them if they received this newsletter. Also check with your

Kate's Corner - continued on page 24
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Franky's Story

By Connie Vasquez, Parent, McAllen, Texas

Editor's note: Each time I hear a family's story I learn more about the gifts of life. I think it is important

that we share these stories with, not only other parents ofchildren with disabilities, but also teachers, doctors,

legislators and community members. Those ofus who are professionals in thefield ofspecial education some-

timesforget that the general public has little, ifany, experience with disabilities. To them the world ofdisabili-

ties and chronic illness is aforeign, scary place. They need to understand that it does not need to be. Children

with disabilities and theirfamilies can have better lives ifwe care enough to hear them andprovide the support

they need.

We were living in McAllen, Texas, when we found out I was pregnant with our first child. Like most first time

parents, we were excited and a little nervous. The pregnancy seemed to go by normally. I had the usual miseries, and

I got a virus I couldn't seem to shake about the third month. I didn't even mention it to the doctor. I figured the extreme

fatigue was just a result ofpregnancy, and the chronic sore throat was just allergies.

I prayed that there would be nothing wrong with the baby. We had all the usual tests and ultrasounds and everything

seemed normal. Yet something told me that something was wrong. I guess it is that sixth sense we sometime get.

On April 15,1 993, Franky was born after a normal labor and delivery at 38 weeks. When he was brought to me,

I was surprised at how hard it was to change his little shirt; his arms were so stiff. I chalked it up to inexperience. The

next day my doctor came in to tell me that Franky's head was too small for his body. She was hoping that the bones

in his skull had fused together and that an operation might separate them. I thought to myself, if this is the best-case

scenario, what could be the worst?

After a MRI was done, the neonatologist came in to see me. He told me that there was brain damage and they

didn't know what problems Franky would have. He mentioned epilepsy, cerebral palsy, blindness, deafness, etc. He

said that we would have to wait and see. He also told me that it wasn't fair for him to have to break the news to me,

since he didn't know me. I guess he thought it was fair for me to hear the news!

Of course, I spent a lot of time crying. I had to break the news to my husband when he came. I wish he could have

been there when they told the news to me, but I guess the doctors never thought of that. The nurse saw me crying and

told the hospital's psychologist. She came to see me, and asked what was wrong. When I told her, she just told me
to call if I needed anything. There was no sympathy, and she never came back to check on me. I guess she wasn't

qualified for real problems.

Just as I was to be released, another neonatologist came in to see me. He very callously told me that my son would

never be anything but a vegetable and would neverknow us. He advised us to take him home and wait for him to die.

He said that Franky would probably die in his sleep of SIDS. He added that we needed to come by his office the next

day to give him our decision as to what we would do when we found him dead. He also told us that Franky had a

urinary tract infection and would need to stay in the hospital for 7 to 10 days. I asked to see him before I was

discharged. He told me that was impossible because Franky already had been transferred to an intermediate neonatal

nursery. I was naive enough not to fight him.

During this time, the only comfort we received was from my personal physician, Dr. Bertha Medina. After the

neonatologist left, she started crying. She told us that her first child had died from a brain defect. She cried with us;

then gave us some advice that we have never forgotten. She told us that this crisis would either make or break our

marriage, and we had to make sure that it brought us closer together.



We found out that theCMV virus, which I had never heard of until then, presumably caused the brain damage. It

most likely happened when I felt so sick at the end of the first trimester. No one caused it, and no one could have

prevented it. Even ifwe had known I had the virus, the doctor could not have done anything but suggest an abortion,

which we are completely against All it would have done was make us dread his birth. I am glad we did not know until

after he was born, but relieved that we found out right away.

Over the next few days we broke the news to our family and friends. My mother-in-law, who came to help me said,

"He is family* and we love him no matter what problems he may have." We got lots of moral support from our church

even though we had been members for only a short period of time. We got mixed reactions from our friends. Some
were sympathetic and caring; some were indifferent. Others felt like somebody was to blame even though there was

no evidence of it. They said that the doctor had to have done something wrong. One ofmy closest friends even

suggested that it was my fault. We found out who our true friends were.

We found out that the stiffness and difficulty in dressing Franky was due to cerebral palsy. When he was three

months old, we found out he was blind except for a little peripheral vision. He is deaf in one ear, but the other ear is fine.

He has profound mental retardation.
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When Franky was about six weeks old, he started screaming day and night. We thought it was colic, but it didn't

go away. When he was nine months old, he had his first visit with a neurologist. He told us that the screaming was

normal for a child in Franky's condition and recommended trying Klonopin to calm him. We hesitated to drug him as

he hadjust started smiling, but we decided to try it for a few days. After a trial period, the only complaint we had was

why didn't someone prescribe it before? One of his therapists was opposed to this drug therapy, but she didn't have

to live with him. He became a happy child and began to laugh at every little noise. Our lives changed overnight.

Franky's muscle tone is extremely tight, and the cerebral palsy affects every part of his body. We would spend all

day trying to feed him. When his was three years old, we made the difficult decision to give him a feeding tube. We
didn't want to take the easy way out Although it did make feeding a lot easier, Franky developed severe reflux. Every

time he gets a cold, he gets a vicious cycle ofcongestion, coughing, and reflux, which causes more coughing and more

reflux. Now we have found that reflux itselfcauses congestion.

Franky has a neurogenic bladder; so I have learned to catheterize him. I have also learned to suction him, change

his feeding tube and do all kinds of things I never expected to do. Sometimes I feel like a doctor. Franky takes eleven

medications every day for reflux, muscle relaxation, bladder spasms, asthma, seizures, etc. When he is sick, he takes

even more. Last year I filled more than two hundred prescriptions for him in a twelve-month period.

Now that Franky is seven years old we thought that the threat ofSIDS had gone away. This year we found out that

it has actually gotten worse. A sleep study showed that he has severe apnea. His chin is receded and his palate

extends way back into his throat, which narrows his airway considerably. Ifhe isn't in just the right position, he will

stop breathing, even when he is awake. He has an expensive wheelchair that he is unable to use. We have never been

able to adjust it to a position that doesn't restrict his breathing. We have been told that it is likely he will die quietly in

his sleep. The ear, nose, throat specialist told us that the only solution is a tracheotomy. However, he warned us that

because ofFranky's sinus problems, the only feasible way forhim to have a trach would be to institutionalize him. That

is not even a possibility for us.

My experience with the medical profession has been mixed. We have lived in three different parts of the country

since Franky was born; so we have had various experiences with doctors and nurses. There are some very compas-

sionate doctors and those who are hard and almost cruel. Many are indifferent. I guess they don' tknow how to react

to a child who is not "normal." Franky goes to a large clinic with several pediatricians. Because he is on Medicaid our

options are limited. We ended up seeing a physician's assistant, Ms. Jeanne Russell. At first I was hesitant but after
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four years we feel very comfortable with her. She is very knowledgeable and doesn't hesitate to ask the pediatrician's

advice. However, we have found that if she doesn't know, the doctors don't know either. I mention this because

children with special needs sometime require more time and attention than a busy pediatrician can or is willing to give.

With Ms. Russell and other physician's assistants I have dealt with, I always feel like they have more time to spend with

me. Ms. Russell is always willing to listen to my opinions and questions. I don't feel like a bystander.

We have lost and gained many friends over the years. The friends we have are those who are there for us. No, they

don't always have the time or the ability to help with Franky's special needs. Sometimes they are nervous around him

and don't know the right thing to say at the right time; but they give us a shoulder to cry on, pray for us and help with

our other two children. They don't say, "I know what you are going through," because they don't know. Our lasting

friends are there for us when we need them.

A pediatrician recently offered to help us place Franky in an institution. I know that some people have no choice,

and I cannotjudge those who have had to make that difficult decision. But as long as I am able to take care of Franky,

he will be at home with us.

We love Franky very much. When he was born, I could not imagine living with a helpless child who would remain

in diapers. It was a comfort to me that he wouldn't live long enough for us to face that reality. Today we cannot imagine

our lives without him. I know that some day he will be in a better place, where there is no suffering. Until that day, we
will enjoy every minute we have with him.

Please feel free to contact Francisco and Connie Vasquez by phone at (903) 758-3 1 89, or by mail at 905 Dudley

Street in Longview, TX 75602.

No Small Miracle

By Cindy O'Dell, Parent, Amarillo, Texas

With the hustle and bustle of life, sometimes I forget to take time to be grateful for the seemingly "ordinary" things.

My children, Shane and Breezy, have an uncanny knack ofjogging me into reality or setting me back on my heels to

remembermy gratitude for the "ordinary" or little things life offers.

My daughter, Breezy, is hearing, vision and other health impaired. She is an extraordinary child. Doctors predicted

that she would not see her first birthday. We celebrated her 10th birthday this summer, and the miracles never cease.

Our home lies in a perfect location to see many of the airplanes and other aircraft approach the Amarillo Interna-

tional and Tradewinds airports (an airport for smaller aircraft) and the Bell Helicopter plant which produces the V-52

Osprey.

One cool, fall evening, Breezy came running and screaming into the house from our garage. Quickly, I ran to see

what was wrong. She grabbed my hand and practically dragged me outside.

As we reached the end of the driveway, she began screaming and jumping up and down. The dark of night had

provided the perfect backdrop for Breezy to see airplanes flying overhead. Her excitement never wavered as she

witnessed three military planes, two private planes, a commercial jet and the V-52 Osprey. As each plane flew within

close range over the field behind our home, Breezy began to tremble she was so stimulated by such a rare sight.

These sights are nothing new for the rest of the family. For Breezy, it was one of the most thrilling sights she had ever
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seen. The sunlight during the day prohibits her from viewing the clouds in the sky, to say nothing ofan airplane. The

virtually pitch-black sky coupled with the airplanes' bright lights from the landing gear opened a new window for

Breezy's viewing pleasure.

While Breezy was busy basking in the events that most of us consider "ordinary," her brother pulled his car into the

driveway. Breezy dashed to the driver's side door and frantically tugged at her brother's arm, practically dragging him

to the end of the driveway to share this momentous occasion.

As Shane and I stood watching the night sky as witness to Breezy's new adventure, we wondered just how often

we must take "ordinary" things for granted. Her enthusiasm was contagious and once again, my daughtermade me put

other things aside to take time to be grateful for the little things in life.

With a million things left waiting forme to accomplish, I stopped to say "Thank you, God, for granting such an

'ordinary' miracle."

2
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Dreaming ofAnotherWorld
By Cathy Allen, Parent, Mesquite, Texas

It's a mother's nature to dream ofher children's future. In the beginning the dreams fill us with contentment and

hope. And because they make us feel so good, we embrace the dreams in our hearts. Forgetting their fragile nature,

we determine that they will be real. As our children grow we must be careful to adapt those dreams to the realities of

our children's individual preferences, unique personalities, and circumstances of life.

"Of course! This is obvious!" you may say. In my own experience, however, I have found that getting my heart to

accept the realities my mind sets forth is not as easy as it is obvious.

Being a little on the creative, eccentric side, the dreams I have formy children may be a little different in nature than

some. I think you'll agree, however, that the dreams that flow from my heart and the dreams that flow from your heart,

although different, awake within each of us an equal amount of pleasure.

I want to show my children the simple beauty of nature and of music, the enjoyment of laughter and a warm

embrace. Surely these things will enrich their lives whatever vocational path they choose to take. With my boys, I sang

to them as babies and now give them musical instruments to explore and enjoy. I take them out on the porch at night,

snuggled together in our pajamas and wrapped in blankets, to watch nature's electrical light-show during a thunder-

storm. We hike through wooded areas searching for vines to swing on orjust the right walking stick.

This is life as I choose to live it—expressively, experientially.

My dreams were threatened and their narrowness was challenged with the birth ofmy daughter Rachel, who is now

4 years old. Hearing impaired, visually impaired, with developmental delays and other medical conditions, Rachel

preferred the safeness of indoors. Her world consisted of sterile, protective environments. Although she was sur-

rounded by and touched with hope, tenderness and intense love, there were also traces of apprehension and grief in

every encounter.

I didn'tknow how to draw her into the life and personality ofour family. How could I help her truly experience life

when she has minimal vision and hearing?



I watched the vision and hearing teachers attempt to define the world as it is to her. (What does she see, hear,

respond to?) I started out hopeful, but ended up discouraged to discover how small her world really was. But one

thing I knew. I would have to enter into her world before I could guide her into my own. I swung between optimistic

^ denial and hopeless realism. Neither was a place I could stay for long because each soon evicted me and banished me
to the other extreme. As I struggled to find the secret gate that would allow me entrance into her world of

deafblindness, gradually I came to a place of optimistic realism.

&
I understood, at least in part, that her sensory limitations brought her world closer to her. She became intimate with

pleasures even more simple than I had attempted to instill in my boys.

Whereas with the boys I lay outside gazing up at the stars dazzling in the clear night, with Rachel I lay on the floor

cradling her underneath flashing Christmas lights in a darkened room.

Whereas I had taught the boys many songs and introduced them to music of many styles, with Rachel I found

intense delight in the beauty and expressiveness of her tiny hands signing 'Twinkle, Twinkle, Little Star."

Whereas with the boys I encourage their sense of adventure by prodding them to catch a cricket with their bare

hands or climb to the top of a mountain to see what's there, with Rachel I am proud of her courage as she cautiously,

but voluntarily, reaches out to touch a bush to discoverjust what that green thing is. Or when she opens a cabinet door

and, after studying the dark recess, reaches into its depth, to determine if anything fills the void.

Recently, Rachel and I sat on a bench swing overlooking a lake as the sun set. Rachel was oblivious to the unique

strokes of purple, pink and orange coloring the sky in the distance. For a moment, a twang of griefentered my heart

at the thought of the peacefulness she was missing because she could not see the setting sun.

But then, impatient with my distraction, her little hands on either side ofmy head turned my face toward her own.

She drew very near as if to study the distinct design ofmy features and understand the expression she found there.

Then, pointing to a spot on my cheek, she planted a gentle kiss in that very place and did the same on my other cheek.

Placing her nose on mine, in a familiar gesture of affection, we rubbed noses as I said out loud, "Nosey, nosey, nosey."

Smiling her bright smile, she clapped her hands and then threw her arms around my neck, squeezing tightly—express-

ing her love and pleasure.

Rachel may never see a magnificent sunset, but she can 'see' my face and feel my warm embrace. It is my dream

that when she comes to me, she will always find a glimpse ofsunshine in my smile and experience the peacefulness of

the setting sun in my touch.

Visions ofParenting: More Alike Than Different

By Ron Lucey, TCB Consumer Resources Coordinator

When asked to write about my experiences in being a parent with a vision impairment, I admit to having a real

identity crisis. I had never thought of myself as anything but "Dada." My two-year-old daughter, Mary, was the first

one to utter those wonderful syllables, and I was captured forever. William Charles, born in December, will add his

own verbal version ofmy name to his vocabulary later this year. I can hardly wait. I'm holding on to Dada as long as

possible. Too soon they will be calling me Dad by way of letting me know they are all grown up.

My experiences as a parent and the experiences of parents without visual limitations are more alike than they are

different. My wife, Dixie, and I have all ofthe challenges other parents have. After Mary was born, Dixie and I chose



to reschedule our lives so that our daughter could be at home rather than in full-time day care. Dixie stays at home
during the week and works weekends at TSBVI. I work during the week and stay at home weekends. Evenings,

Friday outings at Taco Cabana or Chuckie Cheese, and Sunday morning brunch are our favorite regular opportunities

to reconnect as a family.

I can certainly attest to the fact that two children are more work than one ! Mary was what we call an "easy baby."

She slept through most ofthe night and cried only on occasion. In contrast, William has a much stronger temperament

and enjoys loudly expressing his opinions when we would prefer to be sleeping. The dull ache from a lack of

uninterrupted sleep was my constant companion for a while. Also, having the support ofthe other parent while both

children are crying and in need ofsimultaneous diaper changes is ideal, but due to our opposite work schedules, this is

an often elusive situation for Dixie and me.
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One month afterWilliam was born, Dixie went out oftown on business, leaving me alone for the first time with both

children. The previous day, I had irrationally agreed to participate at home in an all-day telephone conference call as

part of a work task force. I became a real life "Mr. Mom" from the movie of the same name. All day I had no time to

shave or shower, and the flannel shirt I was wearing had served as a burping rag formy son's frequent bottle feedings.

Buckets ofdirty diapers, empty baby bottles, toys, and unwashed dishes littered the domestic landscape ofour home
like a scene from a Civil War battlefield. By midnight, whenmy wife returned from her trip, I hadjust finished returning

ourhome to its previous state of order and domestic bliss. Eventually, the job of parenting became a little easier as I

readjusted to meet the needs oftwo children.

During weekends before the birth ofWilliam, Mary and I often explored our quiet, shaded AUandale neighborhood

with trips to Northwest Park's playground. We always ended our Saturday mornings at the local bakery for bagels,

coffee andjuice. All ofthese favorite activities were not impacted in the least by the fact that I am visually impaired and

don't drive a car. Mary and Ijust wore out the rubber tires on our infant stroller more quickly than other families.

On occasional weekdays, Dixie has out-of-town business travel for a second part-time job. When this occurs, I

mustermy final reserves ofpatience to deal with public transportation. The use of taxicab vouchers allows me to take

my daughter to her doctor's appointments and to her Mimi's house for occasional childcare. Mary is simply growing

up with the notion thatMama drives the family car and I pay money to people who drive taxis. In her children's book

she loves to point to the picture of a yellow taxi and say "Dada."

During reading time in our home, we all share in the bonding experience of a well-worn children's book. I have

been fortunate that my daughter's favorite books are the "Spot" series by Eric Hill. The Spot books are rich with

manipulative flaps that hide all of Spot's animal friends. Thejumbo bold print is easy forme to read without a low vision

device. I occasionally must use my hand-held magnifier to read the smaller print in other books. At first, this behavior

confused my daughter, but she has come to accept it as part ofthe reading routine.

Throughoutmy day I use adaptive skills for parenting without consciously thinking about them. I can recall giving

my son a bottle at 3 :00 a.m. in near total darkness and placing my fingers along his chin andjaw line for proper bottle

placement When traveling on foot with my daughter through busy intersections, we wait through one cycle of traffic

lights and cross safely with the next parallel traffic surge. When writing a check at the grocery store, I may fill out most

of it beforehand with aCCTV and fill in the check amount with a low vision aid at the checkout counter. However,

these minor adaptations do not change the fundamental essence of parenting.

Inevitably a person will question how a blind or visually impaired person can safely parent two young children. The

safety and care ofmy children are always in the forefront ofmy mind. Although Dixie might be tempted to testify that

I have compensated formy vision impairment with being overly safety conscious and attentive to minor details, I think

my basic personality may be the stronger force behind my carefulness. We have what every parent should have
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smoke detectors, fire extinguishers, first aid kits, and child safety devices. Reasonable housekeeping practices and

always being aware ofmy children's environment and what they are doing, keeps me reassured that they are safe.

At the end of a long day filled with work and family activities, parenting my two young children may not be any

different than parenting for any other dad. I accept that other parents who are blind may use different adaptive skills.

However, I believe that any person who is confident in their independent living skills and emotionally prepared for

parenting can be successful at this most challenging and rewarding full-timejob.

My Favorite Relative

By Patricia Mejia, Sister, Kingsville, Texas

My favorite relative is Riqui Mejia; he is blind. There are so many things I like aboutmy brother. Here are mostly

all the things that make my brothermy favorite relative.

My brother is tall and five years old. He weighs about 28 or 29 pounds. Don't you think that he's a little too skinny

for a five-year-old? His eyes are dark blue and light blue. He has black hair and big feet.

When he's around other people, like my friends and cousins, he likes to act silly and be cute. I like to play outside

with my brother in my spare time. We play ring around the roses and swing on the swings.

His favorite thing to do isjump on top of the sofa. When he starts to cry, we have to turn on the blender. He also

likes to walk around a lot. If I go outside, he has to go outside.

When we are outside cooking in the backyard, I play basketball. Riqui love to play with round balls. So I pick him

up, sit him on my shoulders, tell him to throw, and he throws the ball. He misses, but we keep on trying until he makes

it. Riqui is cozy as a bear and sweet as honey. When you're in a bad mood, he helps you to be happy again by being

silly. These are all the reasons why I choose Riqui Mejia as my favorite relative.

Interesting Websites - Check 'Em Out

Welcome to HotBraille.com! - http://wwwJiotbraille.com/public/welcomeJitm

HotBraille is the first and only web-based Braille transcribing service. Now you can send FREE BRAILLE in the

mail in 19 different languages to anywhere in the world, all from the comfort of your web browser! Once you sign-up

you may access other e-services as well. HotBraille's Member Directory is a place where you can meet and interact

with other Members who share your interest in Braille and the blindness field. HotBraille is committed to growing its

services and resources aimed at making the Internet a better and more valuable network for blind and sighted users

alike. Read more about HotBraille in their Frequently Asked Questions section.

HANDS - http://maelstrom.stjohns.edu/archives/handsJitml

In the words ofHANDS's founder, Chris Peterson, "HANDS is a support list primarily aimed at blind high school

and college students. Pretty much anything goes as long as members feel the need to discuss it. We don't encourage

political announcements or commercials, but if they happen they happen. The main thrust of the list is to let blind

students exchange techniques for dealing with student life and to allow them to vent their frustrations, but we've been

known to discuss a good movie or book from time to time, too."
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A DifferentWay ofWorking with Early Language
By Dr. Wendy Drezek, Infant Teacher, San Antonio, Texas

Children normally learn language through their interactions with people and things in the world. They learn the give

and take ofcommunication. They learn that language gets them what they want. They learn what words mean by

watching what is happening while adults talk. They get feedback from others through their facial expression, posture

and proximity, as these make communication more or less effective. All this learning depends on vision.

When vision is poor, children get less information about the world. They get less feedback about the effect of their

communication on others. They may be more passive and interact less with people and things on their own. Children

with poor vision are less aware ofdistant objects, and request and refer to them less often. Adults try to help by doing

more for the children so the children have less need to initiate communication. Meaning is less clear when the 80-90%

ofinformation that is visual is absent or unclear. So, children with visual impairment frequently have weak language.

ASSESSMENT

In traditional ways of assessing early language, children are asked questions or required to identify objects or

pictures. They don't have opportunities to generate their own responses. Their responses are prestructured by adults.

These approaches may assess a child's ability to imitate responses or follow directions, but they don't access what the

child can initiate to change the environment.

On the other hand, totally unstructured collections of language have a different limitation. For example, you can

keep a running log ofthe child's utterances, and analyze it only for length, syntax and meaning. Ifyou don't consider the

appropriateness of the language to the situation, however, the child's ability may be overrated. Children with visual

impairment frequently use long correct sentences without appropriate content. Repeated questions and echoed

speech are examples ofcorrect structure with inappropriate content The problem ofprestructuring can again occur if

adults cue all the language.

Traditional assessment can be supplemented to address the children's ability to use their language systems without

adult structure. To assess a child's ability to create language in a situation, a language log using specific guidelines is

necessary. The observer and child must have shared the activity, for example frosting a cupcake, so the observer

knows what the content should be. In this situation, two kinds ofassessment are useful. First, the observer can booby

trap some aspects of the activity so the child has to generate new language to get what is desired. (The observer might

provide a frosting can which is sealed so the child has to request help to get to the frosting.) Then, after the activity, the

observer and child talk about it, with the observer using 'Tell me about the cupcake." as the only cue to assess what

information the child can produce.

3
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IMPROVINGLANGUAGE

The problems with improving language are similar to those ofassessment. Much of standard language program-

ming relies on prestructured responses—answering questions, labeling, imitating, pointing to selected pictures or sym-

bols, or highly cued responses. While these can be useful parts of a program, the goal of any language program has to

be a child who can initiate and create communication without adult structure.

The first step in any language program is to make sure there are things the child wants, so communication has a

purpose. For many children, such desires are evident. For some children, wants may need to be fostered through

appealing activities or especially interesting objects. Doing less for a child, and "not understanding" what the child

wants unless the child communicates, encourage more requesting. To build meaning, children will need systematic

exploration and activity which pairs language with hands on experience of the available world. Signs, pictures and

objects can be invested with meaning by being paired repeatedly with action and many sensory experiences.
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Natural consequences are used at the earliest stage of language acquisition to get more output and more specific

language. A child can choose between a snack or a favorite toy or nothing. Gradually the child will learn to choose the

symbol or use the word or sign for the desired end. Using "ba" which is used for ball, to try to get acookie, results in

a physical therapy activity on the ball. "Kuh" gets the cookie.

Booby trapping, or building in problems that require language to solve them, is one way to encourage the child to

produce language without cues. Responding to a repeated question by ignoring it, or to an echoed statement by

responding to its meaning rather than its intention, are natural consequences which make that kind ofcommunication

less rewarding. If Bob, who wants a cookie, says, "What do you want Bob?" to get the cookie, and no one gives him

a cookie since the question is addressed to himself, he will learn eventually that an echoed question is not a request. If

the adult thinks, "I know he wants the cookie." and gives it to him, Bob is learning that an echoed question is an

appropriate request. In general, any adult interpretation of inappropriate statements as appropriate will weaken the

child's language.

It will strengthen language independence more to ask, "Whatdo you want?" at free play, so the child has to use the

internal system to form a response, than to play 20 Questions and give multiple choices. At the very early stages of

language, however, choices are essential, and even inappropriate responses may need to be encouraged. For some

children, consistent responses will need to be identified, developed and refined.

The language logs can also be analyzed for kinds oflanguage use, weakness in the appropriateness ofthe language,

and to assess the depth and overall strength of the child's language. Specific patterns can then be identified and

addressed. For instance, ifSuzy calls a broom a "sweep-it-up" and a watering can a "pour-it-out," it is clear that she

has trouble relating the function ofan object to its label. This can then be addressed in activities in which functions and

labels are stressed.

CONCLUSION

Traditional language assessment and programming may produce an inflated evaluation of the child's ability to use

language independently. It may be useful to include measures and activities to assess and encourage spontaneous

appropriate language.

Editor's note: Ifyou have questions, or would like more in-depth information about this unique approach to

language development, Wendy can be reached byphone at (210) 493-0939 or e-mail at StanwenDre@aol.com.

What a Concept!

By Jim Durkel, CCC-SPL/A and Statewide Staff Development Coordinator

(with help from Kate Moss, Stacy Shafer and Debra Sewell)

Texas School for the Blind and Visually Impaired, Outreach

Communication has three parts. The most noticeable part is the "form." Form is how the communication happens.

It is the behavior used to communicate. Speech is one communication form. Sign language is another. Crying, using

objects, using pictures, even falling asleep— all of these are behaviors we do, forms we use, to communicate.

"Use" is another part ofcommunication. What is the purpose? Is it to share information, direct another's attention,

request something, ask or answer a question? All of these are reasons why we communicate.

The third part ofcommunication is called "content." Content is the part ofcommunication that deals with meaning.

It is noon. I am hungry. I walk up to you, look at you and say, "Lunch?" My voice rises at the end of the word, and
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I raise my eyebrows when I say it. Those are the ways I communicate, my forms (we usually use several at once). I

am using these forms to ask you if you want to have lunch with me. That is why I say that word to you in that way. It

is the reason I am doing this. But what does "lunch" mean? What is the content? Am I asking ifyou want to go eat and

drink somewhere for 2 hours, or am I asking you ifyou want to go to McDonald's and be finished in 30 minutes? Am
I asking you to cook this noon meal forme as you have for the last 20 years, or am I offering to cook it for you? You
and I probably have a shared idea ofwhat "lunch" in this context means. We understand that other people may or may
not use it as we do. The shared idea is the "content" part of communication.

This content develops as a result of several things. First, you and I have decided what the word means to each of

us. This was not taught to us. We "figured out" the meaning. We heard it used at the same time everyday. We did

something the same way as we heard it (or very shortly after we heard it). More than likely, there were actions, smells,

tastes, sights, sounds, objects and maybe other people involved in what we did when we heard the word.

We developed ourown meaning or concept for "lunch" based on our personal experiences. Even ifwe did not hear

the word "lunch" used, we still developed an understanding of what happens at a noon meal. We discovered how it

was the same as other meals (we sat at a table, we ate food) and how it was different. (We did not eat cereal like at

the morning meal, and we usually did not eat as much as at the evening meal.) We developed a concept of lunch.

Once we had the concept, we paid attention to the form ("lunch"). We heard the word "lunch" every time we had

our noon meal. Next, we figured out if that form referred to the same concept for all people. Some folks eat "dinner"

at noon ! Last, we figured out how to use that form in certain ways to get people to fix us lunch or eat lunch with us.

Children with visual impairments, including deafblindness and multiple impairments, have difficulty developing con-

cepts. They have difficulty understanding how the world works, how parts ofthe world relate to other parts, how these

parts are the same and how they are different. What makes the communication of children with a loss of vision really

different from the communication of other children, is that many of these children often use communication forms

without having the content ormeaning orconcept firmly in mind Often, children with a vision loss are good at hearing,

remembering, and using words without having a real "gut" sense ofwhat they are saying. I do the same thing whenever

I try to talk about football. I know the talk, but I can't walk the walk. I know labels ("tight end," "Hail Mary Pass"),

but I did not have the experience of playing football. I do not really have concepts for these words.

Many people think of concepts as things like "right," "left," "top," and "bottom." These are a particular type of

concept having to do with positions in space. But "tree" is a concept, as is "dog," "house," "push," and "work." There

is the concept of"book" and of "reading." Concepts can also be about events, such as "going shopping" or "visiting

Grandma." The story of"Snow White" is a concept, and so on. All the words we know, all the language we speak and

read, have underlying concepts. Some concepts are expressed in one word, like "lunch." Other concepts are ex-

pressed only by using several words in a specific way, "After I run some errands, I will eat lunch."

Impaired concept development will impact learning later in life. For example, most teaching after second grade is

not "hands on." Students are expected to read about and/or listen to the teacher talk about something. For students

who have good experience-based concepts, this kind of learning is OK. So what if you have never been in an igloo.

You understand houses, and you understand how various kinds ofhouses are different and how they are the same. You

understand that not everyone lives in Central Texas, where ice outside is a rare thing. You understand ice and how it

can look like a brick. You can read about an igloo and relate what you read to what you know. If those basic concepts

are shaky, your understanding ofwhat you read will be shaky too, even ifyou can say all the words, read all the print,

or read all the braille.

When I say concepts, many people think, "label." They think we should always be talking to children with visual

impairments. They think the underlying problem is that children "just need the words." But this is not really true.

Concept development is delayed because vision is what drives the typically developing infant to move and interact with
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objects. When vision is impaired, often this drive is also impaired. Babies with visual impairments do not handle

objects in the same way that babies with no vision loss do. They do not explore the environment the same way. They

also do not see the actions of others well or at all. They cannot rely on vision to give them information to the same

extent that babies with no visual impairment can. Vision also allows one to see how one piece of the world relates to

several other pieces of the world. Children with visual impairments have to view their world piece by piece; then put

it all together into the big picture. Children with no visual impairment can see the big picture first; then look at the

pieces; then go back to the big picture. For example, a child with no vision loss will see that I am holding a rattle. She

will look at the rattle and at me, and she gets the picture that the rattle is "attached" to me. A child with a visual

impairment will hear the rattle, maybe see it, but may not understand that the rattle is "attached" to me. For that child,

objects appear to float in space, unless we help her get the big picture. All of these things happen during an early time

of learning called the sensorimotor period.

i

a
o.

The sensorimotor period was named by Jean Piaget, a French psychologist. He studied how children developed

concepts and made sense out of the world. He believed that children "constructed" these concepts through active

exploration and interaction with the environment. Most of this exploration and interaction took place during play.

Piaget said that the sensorimotor period in most children lasted from birth to the age of 2 years. During this time,

children learn about their bodies, their own actions and the actions of others. Children also learn about the properties

of objects and how objects are used. Children begin this learning by accident, then through their own deliberate

movement, then by watching others. This is a time ofdeveloping concepts about how the world works through the use

of sensory and motor (sensorimotor) skills.

Jan van Dijk, a Dutch psychologist who works with children with deafblindness, says that all we know can be

traced back to our actions. He gives the example of asking us to define a castle. We say, "It is where the queen lives."

He responds, "Yes, tell me more." We say, "It has towers and big gates." Ifhe keeps asking questions, eventually we

say it is where people eat and sleep and play. And, that eating, sleeping, and playing means using certain objects in

certain ways. We have used these objects and performed these actions. These are concepts that we usually develop

during the sensorimotor period.

Our experiences can give us concepts that are very unique to us. You probably heard the story of the woman who
called her mother to ask about how to make a roast. Mother told her to get the roast, cut off the end, rub it with oil and

pepper, put it in a pan, and bake it in the oven for a period of time. The roast was great, and later Daughter asked

Mother why she had to cut off the end of the roast. Mother said she did not know but that was how her mother did it.

When they asked Grandmother why they had to cut off the end of the roast, Grandmother said she did that because

otherwise a roast would not fit into her pan.

We all have our unique ideas about the world around us. If you use chairs as something to hold on to and push

around the room to help you walk, your concept of "chairness" may be different than mine. (I think they are to putmy
legs on when I sit on the table.) Children with visual impairments are not incapable of learning the concept of "tree."

But their concept may be very different than mine because we rely upon different senses and have different experiences

of "treeness." A 2-year-old with a visual impairment may know all about rustling leaves, a piece of treeness I did not

learn until much later in life

!

Kurt Fisher, an American psychologist, says that we put together basic concepts into bigger and bigger "chunks."

For example, we learn about how one object can be stood up on top of one another. Another time, we learn that ifwe

push a ball, it will roll. Another time, we learn that a rolling ball can knock over things. We put all these things together

when we set bowling pins upright on the floor and aim a bowling ball at them in order to knock them down. Sen-

sorimotor concepts that we can use as adults

!

Some people call these bigger chunks ofbasic concepts, "scripts." A script usually involves a series of actions. We
have a script for going to the grocery store. We get our cart, walk up and down the aisles, put food in the cart, and then
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pay for that food. Some of us may have parts in our scripts where we eat the free samples, some of us don' t ! We learn

how a script for buying food at a Walmart superstore is different from buying food at a convenience store.

We also develop more abstract and more complex concepts, as we grow older. We learn about the physical world

in science classes. We start by dividing the world into things that move and eat and things that don't. We don't stop

categorizing until well after we are discussing bacteria and plankton and chemical compounds. We learn about our

own bodies and our lives; then learn about our friends' lives; and then we are discussing Arab-Jewish relations in Israel.

We learn about in and out and on and off; and then we are booting up computers, putting in our floppies and typing

away. But all these concepts start with what we learn in the sensorimotor period. They start with our own experiences,

not what we have been told about another person's experiences.

How do we help a child with visual impairments develop a solid base ofconcept development? The key is not to

so much tell the child about the world around them, as it is to provide the child with experiences that allow them to

create these concepts for themselves. For example, telling a child who has no vision about washing dishes is not as

good as having the child right there with you. She needs to learn about dish washing as she feels the suds, experiences

the dirty dish going into the water, notices the difference between the wash water and the rinse water, and touches the

dishes in the dish rack. You can use words to describe what the child is experiencing, but don' t use words without the

experience.

Another way to help the children develop these concepts is to give them opportunities for exploration and play. The

OT, PT, Orientation and Mobility Specialist, and Teacher for Students with Visual Impairments all need to work with

families to help children develop motor skills they can use to explore the world. Sometimes this means that children

need "help" to move independently. Sometimes it means that children need toys that sound interesting to encourage

exploration or toys that feel interesting, or toys that we know the child can see and will enjoy examining.

A child with visual impairments needs to have routines in order to learn how pieces of the world are connected. We
need to provide an environment that is predictable. How is eating different than bathing? Each happens in a predict-

able place, with distinct objects and actions, and at certain times during the day.

A predictable environment is also one where I can find things easily. During the first part ofthe sensorimotor period,

children without a vision loss "forget" about things they can't see. Gradually the child learns that objects do continue to

exist, even when they are out of sight. This is a harder concept for children with visual impairments to learn. Anything

these children can't touch or hear is gone. We can help these children learn about the permanence of objects by

creating a situation where objects are easy to find and where objects don't get lost quite so easily. We can do this by

attaching toys to a frame with string or by putting the baby in a play pen with her toys velcroed to the same place on the

floor or to the slats every time. We can make sure a toddler's toys are always in the same place, and that the toddler

has lots oflandmarks to use to find those toys. We can look for toys that make sounds, so the child can hear them even

if he can't see or touch them. (We need to remember that reaching to a sound happens later in the infant's life than

reaching for an object he can see.)

Children need toys that help them make comparisons. Ifwe give a child blocks to play with, we should give her all

types of blocks. She needs LEGOS and wooden blocks and big blocks and small blocks, so that she can compare

and discover for herselfwhat makes a block a block. Some important comparisons are materials (wooden spoons vs.

metal spoons), size (big spoons vs. small spoons), shape (a plain spoon vs. a spoon with Bugs Bunny for the handle),

number (one spoon vs. many spoons) or the objects themselves (spoons vs. forks).

Toys and objects should respond to the child's actions. The child needs to have things that she can squeeze, rattle,

open, close, stack, turn, pull apart, and put together. The child also needs things that get warm when she holds them,

things thatmove when she pushes, and things that make sounds when she blows through them.

3
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Provide the child with real, every day objects. Pots and pans, cups, plates, forks, blankets, brooms, TV remotes,

toilet paper, towels, and sponges.

We need to provide experiences. We need to take the child with us to the store, post office, and dry cleaners. We
need to explore parks and malls. We need to have the child with us while we wash dishes, make beds, prepare meals,

put gas in the car, shine shoes, fold clothes, and plant flowers.

Hooking new learning on to old concepts is one way to help the child learn more about her world in a meaningful

way. It allows the child to try new things and change her ideas about the things she already knows. New things should

not be totally new. We need to introduce new things to our children in a way that does not scare them. Some part of

the new thing should be familiar to the child. Ifwe are introducing a new object, is there some way the new object is

like something the child already enjoys? Is it the same size, the same color, the same shape? Can the child try familiar

actions such as banging or opening or rolling on the new object? Does the new objectmake the same noise a familiar

object makes?

Children need lots of time to try something over and over in order to make sense of it. Let your child play. Let your

child direct the play. You can join in and play with your child, but do what she is doing before you try to show the child

something new. Let the child know that she can have interests of her own, and then that you can show hernew ways

ofdoing things.

Concept learning and teaching should be fun for both adult and child. It is exciting to see children discover the

world. It is thrilling to see children having new ideas. It is ajoy to be part of that discovery and learning.

Second Language Acquisition

and Children with Visual and Hearing Impairments
By Maria L. Mufioz, M.A., CCC-SLP, Austin, Texas

FIRSTLANGUAGE ACQUISITION

Babies are born with the ability to distinguish speech from other sounds they hear, even though they do not under-

stand what it means. By the time children reach school age, they are speaking in complex sentences, having conversa-

tions, and understanding most ofwhat they hear. How does the development of language occur?

Children's brains are designed to help them learn language. From the time they are born, their brains register and

process the sounds they hear. As a child's brain, thinking skills, and motor systems develop, so does his/her under-

standing and use oflanguage to communicate. Underlying language development is the ability to think about the world,

and explore it with vision, hearing, smell, touch, etc. As a child begins to make sense of the world through exploration,

language is attached to those experiences. Language develops gradually, from single words at about 12 months to

complex sentences at 5 years, and from simple concepts (juice, shoes) to those that are more abstract (frustrated,

addition). School-age children continue to learn and use increasingly complex and abstract language.

Because early language develops through sensory exploration and understanding of the world, language develop-

ment for a child with a visual impairment or deafblindness will be effected by the nature and severity of the sensory

impairments, and by other factors such as motor and cognitive skills. Some children with mild to moderate vision and

hearing losses can be taught to compensate for limited visual and auditory information. They do this by using their other

senses, thinking skills, and hands-on experiences to learn the meanings associated with words and sentences.
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SECOND LANGUAGE ACQUISITION

The development of a second language can occur in different ways. For example, a child may be exposed, from

birth, to two languages at the same time; or a high school student might take a foreign language elective. I want to talk

specifically about children who learn a language other than English at home, then begin to learn English when they enter

school. Depending on the parents' requests and services offered by the local district, these children may be placed in

an English speaking classroom, an English as a Second Language (ESL) classroom, or a Bilingual Education class-

room. It is important to note that a child's classroom placement will have an impact on the development of both first

and second languages. Bilingual education classes foster development of skills in English and the child's first language.

ESL classes only support skill development in English, a strategy that may be associated with slower acquisition of

abstract language.

In general, these children enter school with proficiency in their native languages, which they then use as natural

foundations for learning English. The process of acquiring English is gradual and follows a pattern ofdevelopment

similar to first language acquisition. For example, simple sentences are produced before complex ones. Children

make errors in English that reflect the linguistic rules of their first language. Forexample, a Spanish speaking child may
Jfl

say, "I want the ball green," because in Spanish speech, adjectives are spoken after nouns. Conversational skills are Q
acquired (in about 2 years) before the abstract language required in a classroom is fully developed (in 5 to 7 years). Q
These children still learn language best through exposure and experiences.

Second language acquisition, however, often occurs during classroom activities where specific, targeted English

skills are being taught, rather than through the hands-on experiences typical of first language acquisition. Children are

challenged to learn English quickly, while keeping up with the new concepts introduced in their classes every day. They

have little time to learn basic English before it must be understood and used in highly abstract and decontextualized ?s

academic activities.

VISUALANDAUDITORY IMPAIRMENT AND SECOND LANGUAGE ACQUISITION

Generally, it has been assumed that if a child's first language develops normally, the second language will also

develop normally. Why might this assumption NOT be true for children with visual impairments or deafblindness?

Many professionals, including myself, have observed that verbal children with visual impairments or deafblindness

sometimes have great difficulty acquiring a second language. They also may have difficulty transitioning from bilingual

education to English-only instruction. I think the differences between learning a first and second language come from

the ways those two languages are acquired. As with all children, verbal children with visual impairments or

deafblindness also learn their first language gradually, overmany years. While the information they are getting from the

environment is reduced, within the context of multiple, highly meaningful, multisensory experiences, other senses are

used to support and compensate for limited visual and auditory information. A foundation of relatively normal language

is built, upon which is added the complex language required in school.

Second language instruction in a classroom is by nature primarily visual and auditory. One language is used to teach

another language, either through use of the first language or by simplified explanations of concepts in the second

language. Because children are expected to use and understand abstract academic concepts in English almost imme-

diately, they often don't have time to develop complex language gradually. Children with visual impairments or

deafblindness have difficulty compensating for the limited or distorted information received through their visual and

auditory systems. They often cannot use touch, smell, taste, or movement to learn abstract concepts that are taught

visually and auditorially. Therefore they must rely upon prior knowledge to understand what they are hearing and

seeing. They can quickly and easily miss or misunderstand the concepts being taught.
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Here is an example ofhow a student with deafblindness might have difficulty with second language acquisition:

Juan, a Spanish-speaking student with a visual and auditory impairment, is in a class that's beginning a study of oceans.

The teacher shows a slide of the beach. (Juan sees a light and dark blur, but doesn't recognize the picture.) The

teacher says, "We are going to study oceans." (Juan hears "oin". Due to his hearing loss, he can't hear /s/ or /sh/. He's

not sure what an "oin" is, and can't see the slide well enough to figure it out.) Next, the teacher shows a slide ofa fish

and says, "We are going to study saltwater fish." (Juan doesn't know what a "altwatei" is and, again, can't see the

picture. With his limited English proficiency and hearing impairment, he doesn't realize that two different words were

spoken.) The teacher then asks the class to write a short paragraph about oceans. (Juan looks around and sees the

other children writing, but is confused and does not understand the topic.)

In this example, Juan isn't learning the English vocabulary because he cannot hear it clearly. He's unable to fill in the

auditory gaps with pictures because he cannot see them. Reduced auditory and visual input prevents Juan from

recognizing the topic, and he doesn't realize that the class is discussing familiar things; "mar" (sea) and "pez" (fish).

Language learned in this context is very different from learning about oceans by going to the beach, playing in the sand

and waves, smelling the salt air, and feeling fish brush against a leg. Juan's ability to learn English is limited by the highly

visual and auditory demands that are emphasized in his classroom setting.

A FEW SUGGESTIONS FORENCOURAGING SECOND LANGUAGELEARNING

1. Consistently implement modifications and devices used to improve hearing and vision, such as hearing aids

and glasses.

2. Whenever possible, teach children through hands-on, multisensory activities that will help them learn experi-

entialfy as well as linguistically.

3. Use a child's native language to support understanding of the second language.

4. Help children understand the relationships between new concepts that are being taught and their familiar

experiences.

5. Children may require specific training in their second language, to discriminate between speech sounds and to

identify word boundaries. These are critical skills for the development ofreading and writing.

6. Periodically check a child's notes and ask questions to verify concept comprehension, making sure that visual

and auditory information is interpreted accurately.
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Check Those Hearing Aids Every Day!
By Gigi Newton, Teacher Trainer, TSBVI, Texas Deafblind Outreach

As I travel around the state, visiting children with deafblindness in their homes and classrooms, I always check the

children's hearing aids. Since these children need to make use of all of the sensory information available to them, having

hearing aids that fit and work properly is very important. Unfortunately, many times I have found hearing aids that

weren't working properly. In one instance I checked the hearing aids on a child when I arrived at a school mid-day. I

discovered that for two hours he had been listening to a "hiss" because the aids were set on "T" for use with a

telephone. His hearing aids had effectively blocked any possibility ofhim hearing any sound other than that hiss. The

reason this had happened was because the teacher and the paraprofessional did not now how to check the hearing aid.

This should not ever happen for any child with a hearing impairment, but especially not for a child with deafblindness

!

The classroom that has a child with a hearing impairment should have a hearing aid stethoscope and battery tester

to check the hearing aid every day, and also a supply ofextra batteries. In addition, IEP modifications and strategies

should include the assignment of a staff person who will be responsible for checking the hearing aid on a daily basis.

Regional Day School Programs for the Deaf(RDSPD) staffcan demonstrate how to check hearing aids.

A videotape that can help, Hearing AidManagement Skillsfor Families of Young Children Who Are Deafor

Hard ofHearing (Item #206), is available through Hope, Inc. for $42.00. Parent advisors are shown explaining and

demonstrating basic concepts and skills related to the management of the child's hearing aids, such as understanding

the anatomy of the ear, hearing tests, the audiogram, identifying parts and function of the hearing aid, putting the aids on

the child, giving the hearing aid a daily listening check, establishing full-time hearing aid use, and troubleshooting for the

source of feedback. Additionally,A Resource Manual For UnderstandingAndInteracting With Infants, Toddlers,and

PreschoolAge Children With Deaf-Blindness (pages 109- 112 "Hearing Aid Care& Daily Listening Check for Ear-Level

Aid") also addresses hearing aid management, and is available for $75.00. Order the video ormanual from:

HOPE
1856 North 1200 East

North Logan, UT 84341

Phone/Fax: (435) 752-9533

Web site: <www.hopepubl.com>

E-mail: hope@hopepubl.com

You can also purchase a Hearing Aid Care Kit from HARC Mercantile, Ltd. for $33.50. This particular kit

includes: a dehumidifier and storage case, stethoscope, forced air blower to keep earmolds dry, a mini-brush for

cleaning the outside of the hearing aid, a wax remover tool, and a battery tester and holder. Similar kits may be

available from other sources; check with your local audiologist or hearing aid distributer. Their contact information is:

HARC Mercantile, Ltd.,

P.O. Box 3055,

Kalamazoo, MI 49003-3055;

Phone (Voice/TTY): (800) 445-9968; Fax: (800) 41 3-5248;

Website: <www.harcmercantile.com>

3
50

Step One: Examine the aid for damage

Hearing aids take a beating, especially from children. Make sure the case is not cracked or broken, that there is no

visible sign that the aid has recently visited the toilet, or that the earmold is not plugged with earwax. Ifyou notice major

problems, make sure that the parents know about it right away. Classroom staffcan sometimes handle problems, such

as wax in the earmold. Other times the aid will need to be returned to the dealer. Sometimes a good audiologist,
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speech pathologist, or teacher of the deafand hearing impaired can address the problem, especially if it is just a broken

cord or moisture in the aid or earmold. Staffmembers should be clear about who can address which types ofproblems

and be instructed on regular maintenance.

Step Two: Check the battery

Battery testers can be purchased from any number of variety or hardware stores such as Walmart, Home Depot, or

Radio Shack. Some will check any size or type of battery, and some are designed to check only the small, flat type of

battery used in hearing aids and watches. They are fairly inexpensive; one that will do thejob ofchecking a hearing aid

battery can be found for as little as $7.00- $ 10.00. Different hearing aids use different size batteries, so it is important

to make sure the tester is set to the correct setting for the size of battery your child's hearing aid uses. The size of the

battery is written on the battery. Generally all you need to do is touch the + (positive) end of the battery to the +
(positive) wire or point on the tester and then touch the - (negative) end of the battery to the - (negative) wire or point

of the tester. An indicator ofsome type will register whether the battery is "good" or needs replacing. Batteries should

be checked every day, even if you put a new battery in just the day before.

Step Three: Use a stethoscope to listening to the hearing aids

Once you have examined the aid and checked the battery, you need to listen to sound quality of the hearing aid. It

is not enough to hear a whistle (feedback) from the hearing aid and assume it is working correctly. You need to listen

using a device called a hearing aid stethoscope. A hearing aid stethoscope looks similar to a doctor's stethoscope

except that ithas a coupler that fits onto the earmold. When the hearing aid is turned on, you can listen to the sound quality.

It is a good idea to listen to the hearing aid every day to detect sound problems that can occur as a result of a short

in a cord, moisture or dirt in the aid, or other problems that impact the aid. You can also detect sounds that would

indicate that the hearing aid is set on the telephone setting. HARC Mercantile also sells an inexpensive stethoscope

individually for testing hearing aids. The part number is HAC-3000A. The price is $16.00 plus $5.00 shipping.

Be sure the aid is set on "M" for microphone, that the volume is at the lowest setting, and that the aid is turned on.

Slowly adjust the volume. Listen to the environmental sounds; then listen to your own voice. Say the vowel sounds

such as ah, ee, oo, i and also consonant sounds such as b, t, s, sh. The sounds should be clear. This is a nice place to

start teaching the child to check his own hearing aid. You can have him vocalize for you, while you listen; then you can

vocalize for him after the aid goes in his ear and have him listen. This is also a nice turn-taking activity and a way to

work on vocalizing.

Step Four: Check for feedback

Place the earmold in the child's ear after the aid is set on the volume recommended by the audiologisL The earmold

should fit securely in his ear and should not whistle (this is feedback). If you do hear feedback, remove the aid and

cover the opening of the of the canal in the earmold with your thumb. Turn up the volume. Do you hear feedback? If

you do there is a problem with the aid itself. If not, you know the problem is the earmold is no longer fitting the child.

New earmolds need to be made frequently (every 4-6 months) for a young child who is growing rapidly.

CONCLUSION

Just like glasses, hearing aids will not help a child ifthey are not worn. They also will not help him if they are not

working properly. No child should ever have to suffer an additional hearing impairment because the professionals are

not making sure the hearing aids are turned on, set properly, and working. Ifyou are not sure how to check your child's

(or student's) hearing aid, contact a teacher of the deaf or hearing impaired or the hearing aid dealer or audiologist who

prescribed the aid. You wouldn't let a child use a wheelchair that is broken. Why should you let him use a hearing aid

that isn't working?
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Making It!

Successful Transition Competencies for Youth with Visual Disabilities

By Dr. Karen Wolffe, Career Counseling & Consultation, Austin, Texas

wolffe@afb.net

This article is based on a presentation given at the 1999 Texas AER conference. The presentation focused on the

essential elements of successful programming for preparing children and youth with visual disabilities for life and adult

responsibilities. There are numerous skills that all young people must master, in order to leave school prepared to

contribute to theircommunities and participate fully in life activities. A youngster with a visual disability who masters the

skills outlined here will be ready to meet those demands.

TOP TEN TRANSITION COMPETENCIES

An understanding ofwork based on real life experiences

An understanding of work based on real life experiences begins with chores and expectations for performance at

home. By participating in home-based activities (picking up toys, clothes, and materials; washing and drying dishes,

setting the table, serving food; taking out the trash; mowing the yard; and so forth), children with visual disabilities learn

that they are contributing members of a household. They learn that their families expect them to perform household

tasks that benefit the entire family.

Once children are old enough to attend community and school activities, they will benefit from being given respon-

sibilities in those settings. For example, at a church or synagogue function, children can help set up and then put away

furniture or materials used in services or activities, hand out printed materials to attendees, or help entertain younger

children. Likewise, participation in scouting activities orcommunity group meetings with set responsibilities can help

establish the need for individual work that benefits the group. Volunteerexperiences with relatives or neighbors and in

nearby neighborhood recreation or senior centers can also help children learn the importance ofhelping others while

developing strong work habits and skills.

Following productive efforts without pay at home, school, and in the community, it is important for children with

visual disabilities to work for pay. Ideas for paid work experiences that young people can do include entry-leveljobs

in restaurants, grocery stores, retail establishments, hospitals and nursing homes, recreation centers, lawn maintenance,

car detailing, baby-sitting or pet sitting, and so forth.

Well developed socialization skills

Social skills are critical for both life satisfaction and success in the work place. This includes those skills necessary

to develop and maintain interpersonal relationships, an understanding of reciprocity, and mastery ofeffective commu-

nication skills, including the nuances ofnonverbal communication.

Most children learn socially appropriate behaviors through their observations of those around them: family mem-

bers, neighbors, classmates, and so forth. This task is more difficult for children with visual disabilities because they

either can't see what's happening in the environment or their observations are limited or skewed by their inability to see

clearly. This is especially true about nonverbal cues such as winking, nodding, smiling, frowning, shrugging one's

shoulders, and the like. Children with severe visual disabilities must be taught these nonverbal skills and positively

reinforced to use them.

Caring adults and older children can help in social skill development by giving youngsters without good eyesight

verbal feedback about what works and what doesn' t work for them in everyday social interactions. They also need to

know from those who can see well, what is going on around them—what their peers are doing when out of their
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viewing/hearing range, what they are wearing, and with whom they are interacting.

This verbal feedback and information sharing will help the children's understanding about social options available to

them. Children must learn that social competence is based on an appreciation of others and that reciprocity (giving to

and taking from others) is the hallmark of successful social relationships. By expecting children with disabilities to both

give and take in social interactions, we set the stage for them to be integrated into the largercommunity more readily.

Well developed problem solving skills

Throughout life, individuals handle problems and problem situations routinely. Successful people learn the coping

and strategizing mechanisms categorized as problem solving skills during childhood. The risk foryoung children with

disabilities is that others will do their problem solving for them. These parents, teachers, peers, and people are well

intentioned but unaware of the damage they do in the development of this skill area. These folks don't realize how
these skills are learned best: by having the opportunity to figure outwhat to do when confronted with difficult situations

or specific problems.

Children with visual disabilities need to learn to identify and analyze problems. Children can identify problems by

coming to recognize that when they feel out-of-sorts, angry, frustrated, or confused, they likely are confronted by a

problem. The key is to define what it is that is bothersome to them. The next step in problem solving is to analyze the

problem by answering the following questions:

• How do I contribute to this problem?

• How do others contribute to this problem?

• How does the environment contribute to this problem?

• What has kept me from resolving this problem to date?

Children who are too young to answer these questions independently may need a caring adults to help them

process this information in a meaningful way. The adults will want to model the process for them ofaddressing the four

areas listed above as an appropriate strategy for analyzing problem situations. Once the problem has been defined,

children can be encouraged to consider possible solutions or goals (what it would be like without the problem).

At this juncture, adults and friends can help the person doing the problem solving generate a list of action possibili-

ties—things to do to resolve the problem and achieve the solution. All ideas generated by the individual with the

problem, and those helping or brainstorming solutions with the person, need to be written down. The person doing the

problem solving can then reflect on which solution will work best. It is critical that the problem solver processes his or

her choices to determine what to do independently.

Unless the situation is life threatening, children should be allowed to choose a course of action and act upon it. If

their plans prove effective and they are making good progress toward resolving a problem, they need to receive

positive reinforcement from family, friends, and service providers. If their plans prove ineffective or are never imple-

mented, they need to be confronted (using an empathetic approach) by those who care about them and encouraged to

reconsider their plans.

Application ofself-advocacy skills

Self-advocacy involves being able to describe one's disability in functional terms. It also involves being able to

discuss any needs for accommodations or modifications in an assertive manner. Throughout their lives, people with

disabilities are asked about their differences—sometimes in rather rude or inconsiderate ways. Even if other people

(prospective employers, teachers, friends, and others) do not ask about their disabilities, they will be curious about
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how people with such disabling conditions can work, play, study, and live normal lives. Children who are prepared to

handle these inquiries from others, and who feel comfortable with the task, are more likely to put others at ease and

present themselves well.

As early as appropriate, children need to learn that their vision differs from the vision of other people, but that it

doesn't define who they are—it's just an attribute. They need to respond to questions, but shouldn't feel obligated to

provide all the details of their medical histories. A youngster who is unable to see due to Retinoblastoma or Retinopa-

thy of Prematurity (ROP) doesn't need to provide information about the medical condition. He does need to be able

to explain his or her functional limitations and may want to add some information about how he or she does things

differently. For example, the child might say to a prospective teacher "I am unable to see to read print, but I love to

read and I read both braille and audio books." By focusing on the functional limitation and providing insights into how

a specific task is performed, the child helps the teacher understand that the disability is not overwhelming.

Application ofcompensatory skills

Blind and visually impaired children must learn compensatory skills. These include skills such as reading and writing

with braille or with print using optical devices, orientation and mobility skills, technology skills, activities ofdaily living,

career education content, and the like, in order to fully participate in life activities.

Braille and print are the primary mediums for children engaged in literacy activities that involve reading and writing.

For children without functional vision or those with severely impaired vision, braille is the medium ofchoice. In order

to be competitive in adult environments, children need to learn to read at speeds commensurate with those of their fully

sighted peers. Reading speeds of less than 50 words a minute will inhibit the ability of a person to enter the labor force

successfully. Both children with low vision and blind children need to use this benchmark to determine if the medium

they are using is appropriate for them to be competitive when they leave school and attempt to secure work.

Likewise, orientation and mobility (O&M) skills are critical to successful inclusion in the larger society. Without the

ability to drive to and from work, shopping centers, doctor's offices, and so forth, people with visual disabilities must

rely on alternative forms of transportation. Students who learn early in their lives how to get around on foot, by bus or

other modalities (trains, subways, taxis, paratransit, etc.), with hired drivers, family, and friends are more likely to be

successful on theirown following childhood.

In addition to instruction in alternative literacy media and O&M, students with visual disabilities need instruction in

technology skills—both generic computer skills and disability-specific skills, including the use ofscreen enlargement

programs, speech and braille output devices, braille embossers, reading machines, talking calculators, electronic

notetakers, and so forth.

Finally children must learn to manage theirhome and personal needs through instruction in activities of daily living.

Knowledge ofcareer options and sources ofinformation

Structured instruction in career education can provide students with essential knowledge of the array of career

options available to them. Many youngsters with visual disabilities have difficulty accessing information about the

broad range ofjob choices available to them. This occurs because they cannot casually and serendipitously observe

adults performing differentjobs.

Compounding this problem is the fact that sighted people who do share information with youngsters aboutjobs,

have a tendency to "filter" information. They share information only about what they think the youngster can do without

regard for what the youngster might want to do or be interested in learning more about.
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Without good vision it is difficult not only to determine whatjob choices are available in the community, it is also very

difficult to learn about the nuances ofjobs: what people wear to work, what kinds of tools they use to perform their

jobs, where they work, and how they behave on the job. Sources of general information aboutjobs and the labor

market have traditionally only been available in print This makes it even harder for young people with significant visual

impairments to get this information.

Students need to be taught how to use research techniques that they can apply to this problem: how to use the

Internet, how to use recorded materials from the regional libraries for the blind and physically handicapped, and how
to perform information interviews. There are a number ofmaterials written in accessible formats that can be introduced

to students such as Career Perspectives (Attmore, 1990), Jobs To Be Proud 0/(Kendrick, 1993), and the Transi-

tion Tote (Wolffe & Johnson, 1997) that provide good information aboutjob and career research techniques. In

addition, resources like 0*Net and the Occupational Outlook Handbook (DOL, 2000), that are available on the

Department ofLabor website at <www.dol.gov>, are accessible on-line.

An important resource for information is people with visual disabilities who are currently employed injobs like those

in which students are interested. These individuals can be accessed through the American Foundation for the Blind's

Careers & Technology Information Bank. You can connect with them either on-line at <www.afb.org>, via telephone

at (800) 232-5463, or by contacting local chapter members ofconsumer organizations such as the American Council

of the Blind or the National Federation of the Blind. By using techniques like informational interviewing and job

shadowing, students with visual disabilities can learn firsthand aboutjobs being performed that they might be interested

in pursuing.

An understanding ofemployers' concerns

In addition to knowing about job choices, students need to gain an understanding of employers' concerns with

regard to hiring people with visual disabilities. There are four major areas of concern voiced by many employers:

safety, access to print, transportation, and the ability ofworkers with disabilities to meet quality and quantity quotas.

Young people with disabilities need to be prepared to address these concerns. They will need to explain to

employers how they have performed previousjobs or work-related tasks safely using adaptive techniques or modified

equipment. They will want to explain how they access and generate printed information and be prepared to demon-

strate any assistive technology that they use to do so. They will have to explain to prospective employers how they will

get to and from work consistently and on time without driving. And for employers' concerns to be allayed, they will

have to be prepared to demonstrate their ability to perform tasks well and in a timely fashion.

Finally, students need to understand how employers' expectations change over time. That is, they may need to be

taught that an employer initially expects to see evidence of good work habits and rudimentary work skills. He or she

expects to teach a new hire many of the nuances of the job. New employees are typically oriented to the work site,

introduced to their fellow workers and taught how they will be expected to perform theirjobs. After the first few

months, the employer expects to see improvement. He or she assumes that a new employee will need less and less

help on a daily basis. Employees who have been with a firm for six months to a year are expected to be performing at

or near peak performance. Once employees have achieved peak work performance, employers begin to look for a

willingness to teach these learned skills to others. They also hope to see a willingness to learn new job tasks and

assume greater responsibility, and an interest in career advancement.

Mastery of career counseling content areas

An introduction to career counseling content in self-awareness, vocational selection,job seeking, job maintenance,

and job search skills can be helpful to a student. It can facilitate a student's understanding of how to make good

decisions about employment potential, how to prepare and look for work, and how to maintain ajob once secured.
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Self-awareness is indicated by a thorough knowledge of values, interests, abilities, and liabilities, as well as the

knowledge ofhow one appears to others and relates to others. Individuals who are self-aware demonstrate the ability

to set goals. This includes daily detail goals, achievement goals, and personality goals; as well as the ability to plan,

organize, and discipline themselves in order to achieve their goals.

Vocational selection has to do with knowledge ofjobs available in the job seeker's home community that appeal to

thejob seeker. This selection is based on his or her values, abilities, and interests, as well as those that meet his or her

fiscal and personal needs. Student need to have knowledge ofhow ajob seeker's qualifications match ajob descrip-

tion and an understanding of how a selected type of work relates to short-term and long-term goals. Finally, the

student needs to have the ability to identify places that hire people doing ajob like the one he or she has chosen and

alternative job choices related to and hopefully leading toward career goals ajob seeker has already set.

Job seeking skills are indicated by ajob seeker's ability to produce well-written applications, a resume or qualifi-

cations brief. He needs to be able to set and keep appointments (includes arranging transportation to the interview);

and interview successfully.

Job maintenance skills are indicated by ajob seeker's knowledge ofhow to keep ajob, including an understanding

ofemployer and co-worker expectations and how their expectations change over time. Job maintenance skills also

include the ability to discipline oneselfand the ability to distinguish between work habits and work skills. The student

needs to be able to evaluate personal issues that may result in job maintenance problems. He or she also needs an

understanding ofjob benefits and payroll deductions.

Finally, job search skills are indicated by ajob seeker's knowledge ofwhere jobs are advertised and the ability to

find job leads or get assistance in findingjob leads. He or she should be able to identify appropriate job openings;

demonstrate job seeking skills; and to organizejob search time. Additionally students need to be able to follow up on

job interviews, and keep a record of all job contacts.

An understanding oflevels of ability and impact with regard to placement

It is important for students to findjobs and solicit only the amount ofhelp truly needed by external sources. In order

to do this, students and their teachers must understand that a person's level of ability drives the amount of assistance

that will be required from others in ajob search. The three levels of intervention: informational, instructional, and

advocacy.

Informational people are good readers and observers. They can be given involved verbal directions and be ex-

pected to follow through. These individuals cope fairly well with the traditional content approach to teaching. A
teacher can lecture or lead discussions in topical areas and informational students can apply what they have heard and

seen. These students learn by trying out new concepts in the environment and modifying them to suit their needs.

Instructional level people are average performers. They can read and learn through observation, but demonstration

is helpful. They can follow directions, but prefer to be shown and told how to perform. These students respond best

to process teaching; i.e., by doing things with the instructor. The facilitator shows students how to perform instead of

assuming they will be able to apply what's been talked about or read outside of the classroom. Once a skill has been

mastered, however, the student continues to refine and apply what's been learned in the community. With training and

practice, it is anticipated that the majority of these students will live independently and work competitively.

Advocacy level people function well below average in most areas of academics and daily living skills. These

students require intensive instruction, frequently one-to-one. Combinations ofteaching methods will be necessary to

get concepts across to such students. Instructions may need to be spoken, signed, written, pictorial, combined, or

conveyed through other innovative approaches. Demonstration and co-active instruction may prove effective. Pro-
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cess learning is a must. Many clients at this level will be able to live and work in the community with supports like

attendant care, communication specialists,job coaches, supervised living arrangements, special transit.

The overriding impact of ability with regard to placement is that students who are functioning at the informational or

instructional level can anticipate that they will be able to ultimately find and maintain theirownjobs in the future. Those

who are functioning at the advocacy level will require external placement support.

Evidence of participation in work experience opportunities

In closing, it is the opportunities to gain work experience that seem to have the greatest impact on future success in

the transition process. This includes experiences through summer work programs, weekend school-to-work pro-

grams, internships and practical, on-the-job training experiences, and employment activities in one's home and com-

munity. For this reason, it is critical that families and service providers provide as many work opportunities as possible

to young people with visual disabilities.

Teachers, counselors, and parents must constandy ask themselves if they would be willing to hire the young people

with whom they work. If not, they must consider how to help remediate or correct the behaviors or skills that they

perceive to be deficient. If they consider the children with whom they work to be job ready, they need to help

determine whatjobs they could be doing and move them into positions of responsibility. It is not enough to believe in

the process. Service providers and parents must believe in the product! The way to manifest this belief in the product

- the competent, job ready student - is to hire blind and visually impaired youngsters. Employers must have evidence

that young people with disabilities can work and there is no better evidence than a work history

!
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Kate's Corner - continued from pagel

colleagues who would like to or normally receive the newsletter. Ifthey didn't get a newsletter this time around and

would like to receive it in the future, please share with them a copy of the form included in this newsletter or on the

TSBVI website.

If you are a parent of a child with visual impairments or deafblindness, check with other parents and your child's

professionals to see ifthey received this edition of the newsletter. If they didn't and would like to start or continue to

receive it, have them call us at (5 1 2) 206-9 1 03, visit the website, or make a copy of the form included with this

newsletter.

You are in for a real treat this month. The Spring 2000 SEE/HEAR has many wonderful articles. I would like to

take a minute to say thanks to the SEE/HEAR Section Editors, Jean Robinson, Gigi Newton, Ann Rash, Jenny Lace,

and Jim Durkel, for their work this year. Also thanks to Edgenie Lindquist, ourTCB Consultant, Craig Axelrod, our

Layout Editor, Jesse Garcia, our Production Editor, and Cyral Miller, who is the best proofreader I know. Without

their efforts and the efforts ofJim Allan, who makes the newsletter available on the web, Recording for the Blind and

Dyslexic, which records this on audiocassette, and Ann Hill at TCB, who does our braille edition, this newsletter

literally wouldn't happen. I appreciate you more than you know, and so do all the readers of SEE/HEAR!
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Central Auditory Processing Disorders

An Overview ofAssessment and Management Practices

By Mignon M. Schminky and Jane A. Baran

Department of Communication Disorders

University of Massachusetts, Amherst, Massachusetts

Reprinted from Fall 1999 Deaf-Blind Perspectives

Published by Teaching Research Division ofWestern Oregon University for DB-LINK

Hearing is a complex process that is often taken for granted. As sounds strike the eardrum, the sounds (acoustic

signals) begin to undergo a series of transformations through which the acoustic signals are changed into neural signals.

These neural signals are then passed from the ear through complicated neural networks to various parts of the brain for

additional analysis, and ultimately, recognition or comprehension. For most of us, when someone talks about hearing

abilities, we think primarily of the processing that occurs in the ear; that is, the ability to detect the presence of sound.

Likewise, when someone is described as having a hearing loss, we assume that this individual has lost all or part of the

ability to detect the presence of sound. However, the ability to detect the presence of sounds is only one part of the

processing that occurs within the auditory system.

There are many individuals who have no trouble detecting the presence of sound, but who have other types of

auditory difficulties (e.g., difficulties understanding conversations in noisy environments, problems following complex

directions, difficulty learning new vocabulary words or foreign languages) that can affect their ability to develop normal

language skills, succeed academically, orcommunicate effectively. Often these individuals are not recognized as having

hearing difficulties because they do not have trouble detecting the presence of sounds or recognizing speech in ideal

listening situations. Since they appear to "hear normally," the difficulties these individuals experience are often pre-

sumed to be the result of an attention deficit, a behavior problem, a lack of motivation, or some other cause. If this

occurs, the individualmay receive medical and/or remedial services thatdo not address the underlying ''auditory" problem.

Central auditory processes are the auditory system mechanisms and processes responsible for the following behav-

ioral phenomena.

• Sound localization and lateralization

• Auditory discrimination

• Temporal aspects of audition including

- temporal resolution

- temporal masking

- temporal integration

- temporal ordering

• Auditory performance with competing acoustic signals

• Auditory performance with degraded signals

These mechanisms and processes apply to nonverbal as well as verbal signals and may affect many areas of

function, including speech and language (ASHA, 1996, p. 41).
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WHAT IS MEANT BY THE TERM "CENTRAL AUDITORY PROCESSING?"

Katz, Stecker& Henderson (1992) described central auditory processing as "what we do with what we hear." In

other words, it is the ability of the brain (i.e., the central nervous system) to process incoming auditory signals. The

brain identifies sounds by analyzing their distinguishing physical characteristics frequency, intensity, and temporal fea-

tures. These are features thatwe perceive as pitch, loudness, and duration. Once the brain has completed its analysis

ofthe physical characteristics of the incoming sound or message, it then constructs an "image" of the signal from these
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component parts for comparison with stored "images." If a match occurs, we can then understand what is being said

or we can recognize sounds that have important meanings in our lives (sirens, doorbells, crying, etc.).

This explanation is an oversimplification ofthe complicated and multifaceted processes that occur within the brain.

The complexity of this processing, however, can be appreciated if one considers the definition of central auditory

processing offered by the American Speech-Language-Hearing Association (ASHA).

This definition acknowledges that many neurocognitive functions are involved in the processing ofauditory informa-

tion. Some are specific to the processing ofacoustic signals, while others are more global in nature and not necessarily

unique to processing ofauditory information (e.g., attention, memory, language representation). However, these latter

functions are considered components ofauditory processingwhen they are involved in the processing ofauditory information.

WHAT IS CENTRAL AUDITORY PROCESSING DISORDER (CAPD)?

CAPD can be defined as a deficiency in any one or more of the behavioral phenomena listed above. There is no

one cause ofCAPD. In many children, it is related to maturational delays in the development of the important auditory

centers within the brain. Often, these children's processing abilities develop as they mature. In other children, the

deficits are related to benign differences in the way the brain develops. These usually represent more static types of

problems (i.e., they are more likely to persist throughout the individual's life). In other children, the CAPD can be

attributed to frank neurological problems or disease processes. These can be caused by trauma, tumors, degenerative

disorders, viral infections, surgical compromise, lead poisoning, lack of oxygen, auditory deprivation, and so forth.

The prevalence ofCAPD in children is estimated to be between 2 and 3% (Chermak & Musiek, 1997), with it

being twice as prevalent in males. It often co-exists with other disabilities. These include speech and language

disorders or delays, learning disabilities or dyslexia, attention deficit disorders with or without hyperactivity, and social

and/or emotional problems.

WHATARE SOME OF THE BEHAVIORAL MANIFESTATIONS OF CAPD?

Below is a listing ofsome of the common behavioral characteristics often noted in children with CAPD. It should

be noted that many of these behavioral characteristics are not unique to CAPD. Some may also be noted in individuals

with other types of deficits or disorders, such as attention deficits, hearing loss, behavioral problems, and learning

difficulties or dyslexia. Therefore, one should not necessarily assume that the presence of any one or more of these

behaviors indicates that the child has a CAPD. However, if any of these behaviors are noted, the child should be

considered at risk forCAPD and referred for appropriate testing. Definitive diagnosis of a central auditory disorder

cannot be made until specialized auditory testing is completed and other etiologies have been ruled out

Difficulty hearing in noisy situations

Difficulty following long conversations

Difficulty hearing conversations on the telephone

Difficulty learning a foreign language or challenging vocabulary words

Difficulty remembering spoken information (i.e., auditory memory deficits)

Difficulty taking notes

Difficulty maintaining focus on an activity if other sounds are present (i.e., child is easily distracted by other

sounds in the environment)

Difficulty with organizational skills

Difficulty following multistep directions

Difficulty in directing, sustaining, or dividing attention

Difficulty with reading and/or spelling

Difficulty processing nonverbal information (e.g., lack ofmusic appreciation)
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There are a number of behavioral checklists that have been developed in an effort to systematically probe for

behaviors that may suggest a CAPD (Fisher, 1976; Kelly, 1995; Smoski, Brunt, & Tannahill, 1992; Willeford &
Burleigh, 1985). Some of these checklists were developed for teachers, while others were designed for parents.

These checklists can be helpful in determining whether a child should be referred to an audiologist for a central auditory

processing assessment.

HOW IS CAPD ASSESSED?

CAPD is assessed through the use of special tests designed to assess the various auditory functions of the brain.

However, before this type of testing begins, it is important that each person being tested receive a routine hearing test

for reasons that will become obvious later.

There are numerous auditory tests that the audiologist can use to assess central auditory function. These fall into

two major categories: behavioral tests and electrophysiologic tests. The behavioral tests are often broken down into

four subcategories, including monaural low-redundancy speech tests, dichotic speech tests, temporal patterning tests,

and binaural interaction tests. It should be noted that children being assessed forCAPD will not necessarily be given

a test from each of these categories. Rather the audiologist will select a battery of tests for each child. The selection of

tests will depend upon a number of factors, including the age of the child, the specific auditory difficulties the child

displays, the child's native language and cognitive status, and so forth. For the most part, children under the age of 7

years are not candidates for this type of diagnostic testing. In addition, central auditory processing assessments may
not be appropriate for children with significant developmental delays (i.e., cognitive deficits).

Space limitations preclude an exhaustive discussion of each of the central tests that are available for clinical use.

However, a brief overview of the major test categories is provided, along with an abbreviated description of a few tests

that are considered representative of the many tests available for use in central auditory assessments.

Electrophysiologic tests

Electrophysiologic tests are measures of the brain's response to sounds. For these tests, electrodes are placed on

the earlobes and head of the child for the purpose ofmeasuring electrical potentials that arise from the central nervous

system in response to an auditory stimulus. An auditory stimulus, often a clicking sound, is delivered to the child's ear

and the electrical responses are recorded. Some electrophysiologic tests are used to evaluate processing lower in the

brain (auditory brainstem response audiometry), whereas others assess functioning higher in the brain (middle latency

responses, late auditory evoked responses, auditory cognitive or P300 responses). The results obtained on these tests

are compared to age-appropriate norms to determine if any abnormalities exist.

Behavioral tests

Monaural Low-Redundancy Speech Tests: Due to the richness of the neural pathways in our auditory system and

the redundancy of acoustic information in spoken language, a normal listener is able to recognize speech even when

parts ofthe signal are missing. However, this ability is often compromised in the individual with CAPD. Monaural low-

redundancy speech tests represent a group of tests designed to test an individual's ability to achieve auditory closure

when information is missing. The speech stimuli used in these tests have been modified by changing one or more of the

following characteristics of the speech signal: frequency, temporal, or intensity characteristics.
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An example of a test in this category is the Compressed Speech test (Beasley, Schwimmer, & Rintelmann, 1972).

This is a test in which the speech signals have been altered electronically by removing portions of the original speech

signal. The test items are presented to each ear individually and the child is asked to repeat the words that have been

presented. A percent correct score is derived for each ear and these are compared to age-appropriate norms.
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Dichotic Speech Tests

In these tests different speech items are presented to both ears either simultaneously or in an overlapping manner

and the child is asked to repeat everything that is heard (divided attention) or repeat whatever is heard in one specified

ear (directed attention). The more similar and closely acoustically aligned the test items, the more difficult the task.

One ofthe more commonly used tests in this category is the Dichotic Digits test (Musiek, 1983). The child is asked

to listen to four numbers presented to the two ears at comfortable listening levels. In each test item two numbers are

presented to one ear and two numbers are presented to the other ear. For example, in figure one, 5 is presented to the

right ear at the same time 1 is presented to the left ear. Then the numbers 9 and 6 are presented simultaneously to the

right and left ears. The child is asked to repeat all numbers heard and a percent correct score is determined for each

ear and compared to age-appropriate norms.

Dichotic Digits

5,9 1,6

(Figure 1 - For text only readers: Figure 1 shows numbers 1 , 6 entering the left ear and numbers 5, 9 entering the

right ear.)

Temporal Patterning Tests

These tests are designed to test the child's ability to process nonverbal auditory signals and to recognize the order

or pattern of presentation of these stimuli. A child can be asked to simply "hum" the patterns. In this case, the

processing of the stimuli would occur largely in the right half of the brain. Ifon the other hand, the child is asked to

describe the patterns using words; then the left side of the brain is also involved, as well as the major auditory fibers that

connect the auditory portions ofboth sides of the brain.

The Frequency Pattern Sequences test (Musiek & Pinheiro, 1987) is one of the temporal patterning tests used

frequently with children. The test items are sequences of three tone bursts that are presented to one or both ears. In

each of the sequences two tone bursts are of the same frequency, while the third tone is of a different frequency. There

arejust two different frequencies used in this test: one is a high- frequency sound and the other a low-frequency sound.

The child therefore hears patterns, such as high-high-low or low-high-low, and is asked to eitherhum or describe the

patterns heard. As with other central tests, the test items are presented at levels that are comfortable for the child and

percent correct scores are obtained and compared to norms.

Binaural Interaction Tests: Binaural interaction tests are sometimes referred to as binaural integration tests. These

tests tap the ability of structures low in the brain (brainstem) to take incomplete information presented to the two ears

and fuse or integrate this information in some manner. Most of the tests in this category present different parts of a

speech signal to each ear separately. If only one part of the signal is presented, the child usually cannot recognize the

test item. However, if the two different parts of the stimuli are presented simultaneously, with one portion going to one

ear and the other portion to the other ear, the child with normal processing abilities has no difficulty recognizing the test

item. This is because the two parts (which are unrecognizable if presented in isolation) are integrated into a single

identifiable stimulus by the auditory nervous system.

An example of a test in this category is the Rapidly Alternating Speech Perception test (Willeford, 1976). For this

test, sentence materials are divided into brief segments which are alternated rapidly between the two ears. The
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example below is a rough approximation ofwhat happens to a sentence when it is segmented in this manner. In this

example, the first sound in the sentence "Put a dozen apples in the sack" (represented by pu) is presented to the right

ear, then the t sound is presented to the left ear, and so forth and so on. If the child hears only the segments presented

to the right ear or left ear, he or she is unlikely to be able to recognize the sentence. However, if the right ear and left

ear segments are presented in a cohesive fashion to the child, sentence recognition improves dramatically as long as this

particular function of the brain is intact.

Rapidly Alternating Speech Perception

PU A ZE AP S N SA jtf^ T DO N PLE I THE CK

(Figure 2 - For text readers only: Figure 2 shows a visual representation of the above example, with the letters PU
A ZE AP S N SA presented to the right ear and letters TDO N PLE I THE CK presented to the left ear.)

WHATARETHE EDUCATIONAL IMPLICATIONS OF CAPD?

The list ofbehavioral observations provided earlier in this article highlights many of the academic and/or speech and

language problems that might be experienced by the child with CAPD. Since speech and language skills are developed

most efficiently through the auditory sensory modality, it is not unusual to observe speech and language problems, as

well as academic problems (many ofthem language-based), in children with CAPD. If a child experiences difficulty in

processing the briefand rapidly changing acoustics of spoken speech, he or she is likely to have problems recognizing

the "speech sounds" of language. If problems are encountered in recognizing the sound system of language, then

additional problems are likely to be encountered when the child is asked to begin to match "speech sounds" to their

alphabetic representations (a skill that serves as the foundation for the development ofsubsequent reading and writing

skills). This in turn can lead to comprehension problems and poor academic performance. It is worth reiterating at this

time that not all children withCAPD will experience all of these problems. There is a wide range of variability in the

problems experienced by children with CAPD; however, it should be recognized that the presence of aCAPD places

the child at risk for developing many of these language and academic problems.

WHATMANAGEMENT STRATEGIES CAN BE USED TO REMEDIATE CAPD?

There are several different ways to help children overcome their CAPD. The exact procedures or approaches

used will depend upon a number of factors, including the exact nature of the CAPD, the age of the child, the co-

existence of other disabilities and/or problems, and the availability of resources. In general, the approaches to

remediation ormanagement fall into three main categories: (a) enhancing the individual's auditory perceptual skills, (b)

enhancing the individual's language and cognitive resources, and (c) improving the quality of the auditory signal.

The following discussion presents some ofthe procedures thatmay be used with a child with CAPD. More detailed

information is beyond the scope ofthis article, butmay be found in the various resources listed at the end ofthis article.

Many children with CAPD will benefit from auditory training procedures and phonological awareness training.

Intervention may also involve the identification of (and training in the use of) strategies that can be used to overcome

specific auditory, speech and language, or academic difficulties. A number of actions can be taken to improve the

quality ofthe signal reaching the child. Children can be provided personal assistive-listening devices that should serve

to enhance the teacher's voice and reduce the competition of other noises and sounds in the classroom. Acoustic

modifications can be made to the classroom (e.g., carpeting, acoustic ceiling tiles, window treatments) which should

help to minimize the detrimental effects of noise on the child's ability to process speech in the educational setting.
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FinaUy, teachers and parents can assist the child in overcoming his or her auditory deficits by speaking clearly, rephras-

ing information, providing preferential seating, using visual aids to supplement auditory information, and so forth. The

program should be tailored to the child's individual needs, and it should represent an interdisciplinary approach. Par-

ents, teachers, educational specialists, and other professionals, as appropriate, should be involved in the development

and implementation of the child's management program.

DO CHILDREN WITH CAPD HAVE HEARING LOSS?

Children with CAPD do not have hearing loss if the term is used to refer to a loss of hearing sensitivity. Most

children withCAPD have normal hearing sensitivity and their auditory difficulties will not be detected during routine

hearing testing unless some of the special "sensitized" tests (see discussion above) are administered. These children,

however, have hearing loss in the sense that they do not process auditory information in a normal fashion. They have

auditory deficits that can be every bit as debilitating as unidentified hearing loss. If the auditory deficits are not identified

early and managed appropriately, many of these children will experience speech and language delays, academic failure

and/or underachievement, loss of self-esteem, and social and emotional problems.

CAN A CHILD HAVE BOTH A HEARING LOSS AND A CAPD?

Children can have both a hearing loss and a CAPD. Fortunately, most children seen for central auditory testing

have normal hearing (i.e., detection) abilities. However, children with hearing loss can also have aCAPD. In fact, the

presence of a hearing loss may place a child at risk forCAPD. This is because the auditory pathways and centers in

the brain develop as they are stimulated with sound. The presence of a hearing loss may limit the amount and type of

auditory stimulation that is necessary to promote optimal development of the auditory nervous system. If this happens,

then auditory deficits are likely to result.
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A question frequently asked of audiologists is "whether or not a child with a hearing loss can be tested forCAPD?"
The answer is not a simple "yes" or "no." Many children with hearing losses can be tested as long as they have some

hearing (i.e., detection) abilities. Interpretation of the test results does become somewhat more difficult for the audiolo-

gist who is conducting the testing if a hearing loss is present, but there are distinct patterns of test results that can

indicate the presence of a CAPD. Moreover, there are certain tests that the audiologist can use that are not affected to

the same degree as other tests by the presence of a hearing loss. These tests should be used whenever feasible.

Unfortunately, there are some individuals with losses so severe that testing cannot be completed. As a general rule,

central auditory testing cannotbe done ifthe individual being tested has a hearing loss falling in the severe- to-profound range.
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WHERE CAN IGO FORADDITIONAL INFORMATION?

The books listed in the reference section are good sources of information. In addition, we have provided a list of

web sites that you may find helpful.

Selected Web Sites for Teachers and Parents

<http://www.kidspeech.com/tips.html>

<http://www.ldanatl.org/factsheets/Auditory.html>

<^ttp://www.healthtouch.com/levell/leaflets/aslha/aslha024.htm>

<±ttp://www.ldonlme.org/ld_mdepth/process_deficit/table_deficits.html>

<Attp://www.ldonlme.org/ld_mdepth/process_deficit/pro_deficits.html/>

<dittp://www.Kidshealm.org/parent/healmy/central_auditory.html>
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Texas Children's Health Insurance Program (CHIP)

The federal government has made money available to states to pay for health coverage for uninsured children. This

bill allows Texas to access that money by creating the Children's Health Insurance Program (CHIP), a health plan for

certain low-income children. The program uses federal and state money to insure children whose families earn too

much to qualify for Medicaid, but can't afford private health insurance. CHIP will provide insurance for children aged

0-19 who live in families whose income is less than 200% of federal poverty level ($32,900 for a family of four). This

will close a large gap that exists between the eligibility levels for Medicaid and the accessibility to affordable private

insurance. Children of legal immigrants are also eligible for coverage. Call toll-free (800) 647-6558 for an application

or more information. Applications can also be downloaded at <www.texcarepartnership.com> as well.

Champus Expands Benefits

Champus Tricare, the health insurance program for military dependents, will now cover the cost ofFM amplifica-

tion systems. This is a change in previous policy and is good news for those families in the military who have children

with auditory impairments who would benefit from these systems. For more information, you may go to

<^vww.asha.org/governmental_affairs/champus.htm>.
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The Importance of Reality-Based Services

By Terry Murphy, Executive Director, Texas Commission for the Blind

In an e-mail message floating around recently was a list of things high school and college graduates "should have

learned in school but didn't." Although the message I received attributes the sayings to Bill Gates, the more likely

source of the original list is probably Charles Sykes, the author of"Dumbing Down our Kids." I haven't read the book,

but it's said to talk about how feel-good, politically-correct teachings have created a full generation of kids with no

concept of reality and how this concept sets them up for failure in the real world.

Regardless ofwho wrote them, two items from the list are similar to what I've said to my son and daughter over the

years. Item 4 says, in part, "Ifyou think your teacher is tough, wait till you get a boss...." Item 8 says, "Your school

may have done away with winners and losers, but life has not. In some schools, they have abolished failing grades;

they'll give you as many times as you want to get the right answer. This doesn't bear the slightest resemblance to

ANYTHING in real life."

More than a few people would say these messages are too cynical or discouraging for kids, especially kids with

disabilities. I think they are good, tough-love pieces of advice for every young person who has the potential ofbeing

in thejob market some day. It's true—in real life, employers don't provide unlimited opportunities for you to get the

job done, and 60 may not be a passing grade.

About the same time I received the e-mail, an interesting article hit the newspaper in which Erica Goode ofThe

New York Times reported on a Cornell University research project conducted by a Professor David Dunning and a

graduate student. The research found that most incompetent people do not know that they are incompetent, adding

that people who do things badly are usually supremely confident of their abilities—more confident, in fact, than people

who do things well. One of the reasons, Dunning says, is that honest feedback is generally absent. Social norms

prevent most people from blurting out "you stink!" - truthful though this assessment may be.

The Texas Commission for the Blind comes into contact with people from all ages, all walks of life, for whom
blindness is a fact. Our importantjob is to weave a good dose of reality into the fabric of our services lest we become

guilty ofencouraging false confidence and incompetence. It's equally important, however, to be positive. This dual respon-

sibility often requires our staffto walk a verbal tightrope as they strive to be tough, yet optimistic, and honest, yet encouraging.

Tough means saying to a teenager and his parents that blindness is not a characteristic that all potential employers

understand, so he may have to work harder than a sighted person to sell himself. Optimistic means saying to them that

we know two people with similar goals who six months ago went to work making a good living and one has already

earned a raise. We know it can be done.
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Honest means telling someone who has been blind all her life that a promotion is probably escaping her not because

she is blind but because she steadfastly refuses to learn the additional skills it takes to adjust to today's faster-paced

work environment. Encouraging means telling her at the same time that thousands of people who are blind have

learned braille or computer skills to boost their potential for better positions. We know it can be done.

Being tough and honest isn't always easy. It sometimes places you at risk of being called insensitive. A parent

wrote a while back to complain that his daughter's college counselor was insensitive because the counselor had said to

his daughter that she needed to be in class—rain or shine. The parent was astounded that anyone would expect his

blind daughter to walk to class in the rain. The counselor's tough-love approach had been to say, "Walking in the rain

isn't my idea offun either, but you can't pass this course ifyou are not in class. Let's see if there is an alternative route

that would give you more cover to your classroom, and you might want to buy a bigger umbrella." I'm happy to say
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that the loving parent and student did eventually embrace the reality that a future employer will also expect her to come

to work—rain or shine. The last I heard she had really blossomed into an independent traveler (with an umbrella in her

backpack).

Some ofthe most independently functioning people I've known in my years with the Commission have shared with

me that part oftheir independence grew from parents who were not reluctant to lovingly expect as much from them as

their sighted siblings. One friend said that when he gave in to the temptation to use his blindness to get out ofhousehold

chores or school, his parents never once flinched or gave in, and he soon got the message. He said that the confidence

they had in him resulted in his having confidence in himselfas he conquered task by task alongside his brothers, who as

typical siblings weren't exactly disinclined "to tell him it like it is."

In our business, we see the gamut of skills coming through our doors in both consumers and employees who are

blind. One of the most frustrating aspects ofourjob is to work with an untrained, incompetent traveler and get excited

about the added potential better skills would provide, only to be met with the brick wall of "I get around just fine."

Equally frustrating is seeing the untapped potential of a person who refuses to see the value that braille can add to their

productivity. "I never have to take the notes in meetings—why should I learn braille?" What do you say to people like

this? Yes, you're doing great? No. Avoiding reality may rob this person of his or her highest potential, so you dig deep

into your bag ofcommunication skills and find a way to be tough and honest, yet optimistic and encouraging.

All this is no easy task, but we have found that patience, understanding, and a healthy dose of reality go a long way

toward replacing false confidence with competence. For those ofyou who may be interested in the rest of the e-mail,

here's the whole list ofrecommendations.

Messages on Life

Rule 1 Life is not fair; get used to it.

Rule 2 The world won't care about your self-esteem. The world will expect you to accomplish something

before you feel good about yourself.

Rule 3 You will not make 40 thousand dollars a year right out of high school. You won't be a vice president

with a car phone, until you earn both.

Rule 4 If you think your teacher is tough, wait till you get a boss. He doesn't have tenure.

Rule 5 Flipping burgers is not beneath your dignity. Your grandparents had a different word for burger flipping;

they called it opportunity.

Rule 6 Ifyou mess up, it's not your parents' fault, so don't whine about your mistakes, learn from them.

Rule 7 Before you were born, your parents weren't as boring as they are now. They got that way from paying

your bills, cleaning your clothes and listening to you talk about how cool you are. So before you save the

rain forest from the parasites of your parents' generation, try "delousing" the closet in your own room.

Rule 8 Your school may have done away with winners and losers, but life has not. In some schools they have

abolished failing grades; they'll give you as many times as you want to get the right answer. This, of

course, doesn't bear the slightest resemblance to ANYTHING in real life.

Rule 9 Life is not divided into semesters. You don' t get summers off and very few employers are interested in

helping you find yourself. Do that on your own time.

Rule 10 Television is not real life. In real life people actually have to leave the coffee shop and go to jobs.

Rule 11 Be nice to nerds. Chances are you' 11 end up working for one.
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The Importance of Reality-Based Services

By Terry Murphy, Executive Director, Texas Commission for the Blind

In an e-mail message floating around recently was a list of things high school and college graduates "should have

learned in school but didn't." Although the message I received attributes the sayings to Bill Gates, the more likely

source of the original list is probably Charles Sykes, the author of"Dumbing Down our Kids." I haven't read the book,

but it's said to talk about how feel-good, politically-correct teachings have created a full generation of kids with no

concept of reality and how this concept sets them up for failure in the real world.

Regardless ofwho wrote them, two items from the list are similar to what I've said to my son and daughter over the

years. Item 4 says, in part, "Ifyou think your teacher is tough, wait till you get a boss...." Item 8 says, "Your school

may have done away with winners and losers, but life has not. In some schools, they have abolished failing grades;

they'll give you as many times as you want to get the right answer. This doesn't bear the slightest resemblance to

ANYTHING in real life."

More than a few people would say these messages are too cynical or discouraging for kids, especially kids with

disabilities. I think they are good, tough-love pieces of advice for every young person who has the potential of being

in thejob market some day. It's true—in real life, employers don't provide unlimited opportunities for you to get the

job done, and 60 may not be a passing grade.

About the same time I received the e-mail, an interesting article hit the newspaper in which Erica Goode ofThe

New York Times reported on a Cornell University research project conducted by a Professor David Dunning and a

graduate student. The research found that most incompetent people do not know that they are incompetent, adding

that people who do things badly are usually supremely confident of their abilities—more confident, in fact, than people

who do things well. One of the reasons, Dunning says, is that honest feedback is generally absent. Social norms

prevent most people from blurting out "you stink!" - truthful though this assessment may be.

The Texas Commission for the Blind comes into contact with people from all ages, all walks of life, for whom
blindness is a fact. Our importantjob is to weave a good dose of reality into the fabric of our services lestwe become

guilty ofencouraging false confidence and incompetence. It's equally important, however, to be positive. This dual respon-

sibility often requires our staff to walk a verbal tightrope as they strive to be tough, yet optimistic, and honest, yet encouraging.

Tough means saying to a teenager and his parents that blindness is not a characteristic that all potential employers

understand, so he may have to work harder than a sighted person to sell himself. Optimistic means saying to them that

we know two people with similar goals who six months ago went to work making a good living and one has already

earned a raise. We know it can be done.
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Honest means telling someone who has been blind all her life that a promotion is probably escaping her not because

she is blind but because she steadfastly refuses to learn the additional skills it takes to adjust to today's faster-paced

work environment. Encouraging means telling her at the same time that thousands of people who are blind have

learned braille or computer skills to boost their potential for better positions. We know it can be done.

Being tough and honest isn't always easy. It sometimes places you at risk of being called insensitive. A parent

wrote a while back to complain that his daughter's college counselor was insensitive because the counselor had said to

his daughter that she needed to be in class—rain or shine. The parent was astounded that anyone would expect his

blind daughter to walk to class in the rain. The counselor's tough-love approach had been to say, "Walking in the rain

isn't my idea of fun either, but you can't pass this course ifyou are not in class. Let's see if there is an alternative route

that would give you more cover to your classroom, and you might want to buy a bigger umbrella." I'm happy to say
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that the loving parent and student did eventually embrace the reality that a future employer will also expect her to come

to work—rain or shine. The last I heard she had really blossomed into an independent traveler (with an umbrella in her

backpack).

Some of the most independently functioning people I've known in my years with the Commission have shared with

me that part of their independence grew from parents who were not reluctant to lovingly expect as much from them as

their sighted siblings. One friend said that when he gave in to the temptation to use his blindness to get out ofhousehold

chores or school, his parents never once flinched or gave in, and he soon got the message. He said that the confidence

they had in him resulted in his having confidence in himself as he conquered task by task alongside his brothers, who as

typical siblings weren't exactly disinclined "to tell him it like it is."

In our business, we see the gamut of skills coming through our doors in both consumers and employees who are

blind. One of the most frustrating aspects ofourjob is to work with an untrained, incompetent traveler and get excited

about the added potential better skills would provide, only to be met with the brick wall of "I get around just fine."

Equally frustrating is seeing the untapped potential of a person who refuses to see the value that braille can add to their

productivity. "I never have to take the notes in meetings—why should I learn braille?" What do you say to people like

this? Yes, you're doing great? No. Avoiding reality may rob this person of his or her highest potential, so you dig deep

into your bag ofcommunication skills and find a way to be tough and honest, yet optimistic and encouraging.

All this is no easy task, but we have found that patience, understanding, and a healthy dose of reality go a long way

toward replacing false confidence with competence. For those ofyou who may be interested in the rest of the e-mail,

here's the whole list ofrecommendations.

Messages on Life

Rule 1 Life is not fair; get used to it.

Rule 2 The world won't care about your self-esteem. The world will expect you to accomplish something

before you feel good about yourself.

Rule 3 You will not make 40 thousand dollars a year right out of high school. You won't be a vice president

with a car phone, until you earn both.

Rule 4 If you think your teacher is tough, wait till you get a boss. He doesn't have tenure.

Rule 5 Ripping burgers is not beneath your dignity. Your grandparents had a different word for burger flipping;

they called it opportunity.

Rule 6 If you mess up, it's not your parents' fault, so don't whine about your mistakes, learn from them.

Rule 7 Before you were born, your parents weren't as boring as they are now. They got that way from paying

your bills, cleaning your clothes and listening to you talk about how cool you are. So before you save the

rain forest from the parasites ofyour parents' generation, try "delousing" the closet in your own room.

Rule 8 Your school may have done away with winners and losers, but life has not. In some schools they have

abolished failing grades; they'll give you as many times as you want to get the right answer. This, of

course, doesn't bear the slightest resemblance to ANYTHING in real life.

Rule 9 Life is not divided into semesters. You don't get summers off and very few employers are interested in

helping you find yourself. Do that on your own time.

Rule 10 Television is not real life. In real life people actually have to leave the coffee shop and go to jobs.

Rule 11 Be nice to nerds. Chances are you' 11 end up working for one.
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Short Classes atTSBVI Expanding
By Dr. Lauren Newton, Principal of Special Programs, TSBVI

1999-2000 SHORT CLASSES

During spring semester 2000, the Texas School for the Blind and Visually Impaired (TSBVI) offered its first aca-

demic-level short classes: Independent Living Skills (Algebra Doesn't Cook Hamburgers), which lasted for three 3-

day weekends, and a one-week intensive Technology Program. Both classes were full, and staff and students alike felt

that the programs were tremendously valuable. Also, we learned lessons about how to expand and improve the

programs in the future. There are still many components of these programs that we want to develop as we go along.

While TSBVI summer school is primarily designed for enrichment and vocational programming, we will be offering

one instructional short class during June: Adaptive Tools & Technology For Accessible Mathematics. This class is

designed for secondary students who will be enrolled for credit in Algebra I or a more advanced SBOE mathematics

course during the coming school year.

SOMETHINGNEW ON THE HORIZON!
During the 2000-200 1 school year, TSBVI will continue to offer the multiple-weekend ILS (Independent Living

Skills) classes, and we will expand to two technology weeks.

In addition, TSBVI short programs will add a new model of service delivery: one week of intensive instruction that

is individually tailored to the needs of each participating student. School districts, parents, and students can select

content from the expanded core curriculum to be taught during this week of intensive training. For example, one

student might choose to work on technology and braille, while another student might select cooking skills and Nemeth

Code. TSBVI Outreach Staff willjoin on-campus teachers to provide instruction. Study hall will be provided during

the day and evening forTSBVI staff to help students keep up with their local assignments while they are participating

in this special program. The students will continue to be considered enrolled and in attendance in their local school

district during the week they are at TSBVI.

The 2000-200 1 TSBVI school calendar is being finalized as this issue ofSEE/HEAR goes to press. Look for the

dates for all short classes on our website, or call or write Dr. Lauren Newton, Principal of Special Programs, at (5 1 2)

206-9 1 19, e-mail: Newton_L@tsb 1 .tsbvi.edu. Interested parents should talk with their local VI teachers to assist

them in making a referral to a short class program.
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Helen Keller National Center National Registry

By Nancy O'Donnell, Coordinator of the National Registry

Have you ever wondered how many deaf-blind people there are in the United States? For many years, there has

been no way to answer this question for the "over 21" population other than educated guesses. Estimates have varied

greatly. For example, in 1996, only 437 individuals were reported to be deaf-blind to the Rehabilitation Services

Administration. On the other end of the spectrum, Schein& Delk determined that 356 people per 100,000 experience

a combination of vision and hearing loss. In an effort to gain a more accurate count and an understanding of the needs

of this population, the federal government recently authorized HKNC to maintain a national registry of those who are

deaf-blind. We are very excited about this project!
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GETTING STARTED

Over the years, HKNC has collected information on the clients we have served through our programs at headquar-

ters, in the field, through our affiliated agencies and from other agencies or interested individuals. This information,

however, has not been available on a national basis. During the summer of 1 999, we enthusiastically began the process

ofcompiling this information into a national database. Beginning with records stored in our archives, we entered data

on thousands of individuals. These records include the cause of their deaf-blindness, severity of hearing and vision

losses, methods ofcommunication, residential situations, employment status and training needs. We are currently

working with a programmer to combine this information into one workable database.

When this database is operational, we will have a better understanding of the numbers of people with various

syndromes that cause deaf-blindness, such as Usher, CHARGE and congenital rubella. We will be able to determine

the most commonly reported methods ofcommunication, the numbers of people using hearing aids or who have had

cochlear implants, services that are available and services that are needed. All of this information will be accessible in

national, state, and local profiles.

This type ofdemographic information is critical to agencies planning adult services for this population, to university

programs preparing teachers and interpreters to work with those who are deaf-blind, to agencies providing residential

and employment services, and to federal and state governments as they develop initiatives and priorities for funding.

The registry will not replace the current comprehensive system of collecting census information for children aged

birth to 2 1 , compiled by Teaching Research in cooperation with the State and Multi-State Deaf-Blind Projects. How-

ever, we will include anyone who is deaf-blind, ofany age, on our registry. If you would like to register yourself or

obtain an application for someone you know, you can request a copy of the registry form from Nancy O'Donnell at 1 1

1

Middle Neck Road, Sands Point, NY 11050. Copies of the form are also available at our website:

<www.helenkeller.org/national> under Special Projects - Registry.

National Organization on Disability Announces Over 550 Congregations

from 50 States Have Committed to Welcoming People with Disabilities

WASHINGTON, DC - The Religion and Disability Program of the National Organization on Disability (N.O.D.)

announced today that over 550 congregations have signed on to the 2,000 by the Year 2000 - Accessible Congrega-

tions Campaign. The interfaith campaign, which challenges America's congregations to welcome people with all types

of disabilities as full and active participants, has received pledges from congregations in all 50 states. The campaign's

theme is Access: It Begins in the Heart.

The goal of the 2,000 by the Year 2000 - Accessible Congregations Campaign is to increase the religious partici-

pation of children and adults with disabilities. By joining the campaign, a congregation acknowledges that it has

barriers, both physical and attitudinal, to the full participation of people with disabilities, and commits to begin the

process ofremoving them.

"We are well on the way to reaching our goal of 2,000 by the year 2000," said Ginny Thornburgh, Director of

N.O.D.'s Religion and Disability Program. She added, "Ours is the only national disability program addressing inter-

faith issues. True religious access is about opening hearts, minds and doors to millions ofAmericans with disabilities

who seek a full life of faith."
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Tojoin the campaign, an Accessible Congregation must commit to the following three principles:

• In our congregation, people with disabilities are valued as individuals, having been created in the image of

God;

• Our congregation is endeavoring to remove barriers of architecture, communications and attitudes that

exclude people with disabilities from full and active participation; and

• People, with and without disabilities, are encouraged to practice their faith and use their gifts in worship,

service, study and leadership.

N.O.D.'s Religion and Disability Program, an interfaith effort, was established in 1989 to urge local congregations,

national denominational groups and seminaries to identify and remove the obstacles to worship that alienate people

with disabilities. Resources available from the program include training conferences and publications such as the

popular handbook ThatAll May Worship, a step-by-step guide designed to help congregations to remove existing

barriers. Ginny Thornburgh, co-author of ThatAllMay Worship, has directed the Religion and Disability Program at

N.O.D. for the past ten years.

The National Organization on Disability promotes the acceptance and full participation in all aspects of life of

America's 54 million men, women and children with physical, sensory or mental disabilities. Founded in 1982, N.O.D.

is the only national disability network organization concerned with all disabilities, all age groups and all disability issues.

For more information about 2,000 by the year 2000 - Accessible Congregations Campaign, please contact

N.O.D. by phone: (202) 293-5960, TDD: (202) 293-5968, ore-mail: religion@nod.org. The committed congre-

gations are listed by state on the Web at <www.nod.org>.

Bits and Pieces
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• Do you have used hearing aids or eyeglasses? Usually, any place that sells glasses will accept old glasses (frames

and lenses intact) and recycle them to people in need. Hearing aids may be sent to Starkey Hearing Foundation/Fund,

4248 Park Glen Road, Minneapolis, MN 554 16, to be given to people who need hearing aids but can't afford them.

Hearing aids may also be sent to Oye Amigo, Inc, Janet Kruegger, PO Box 5 1 33, Austin, TX 78763. These hearing

aids get recycled in Mexico and Central America.

• The Disability Policy Consortium (DPC) is an independent group of statewide advocacy organizations working

for progressive public policy on behalf ofTexans with disabilities. They have a new website, <www.dpctexas.org>.

Included on the website are sections for DPC's legislative platform, summaries ofproposed legislation and appropria-

tions issues. In addition, in the top right-hand corner of the website homepage you can gain access to the "Action

Alert" page. This will be used to give timely information regarding issues the DPC feels require immediate action. This

will be an important site as we enter a new legislative year.

• Kids as Self-Advocates (KASA) is a club for teens that want to be heard on issues relating to disabilities. KASA
is made up of teens and young adults with special healthcare needs, as well as their friends and siblings, speaking on

their own behalf. Membership is free. For more information, contact Julie Keys, KASA/Family Voices, 900 N.

Franklin, Suite 2 10, Chicago, IL 606 10; (312) 642-2745. KASA has a web page that is part of the Family Voices

website, <http://www.ichp.edu/mchb/fv/kasa.html>.

• Specialized Telecommunications Devices Assistance Program, authorized during the 1999 Texas Legislature,

requires the Texas Commission for the Deaf and Hard of Hearing (TCDHH) to provide assistance to persons with

disabilities to acquire a telecommunications access device or service suitable to meet their basic needs. TCDHH will
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receive applications, determine eligibility, and issue vouchers for the device or services to eligible individuals. For more

information, contactTCDHH at (5 1 2) 407-3250 (voice), or (5 1 2) 407-325 1 (TTY).

•Web-Braille, a new service of the National Library Service (NLS) is ready for use. Grade 2 braille books are

available to be downloaded or for online use by eligible individuals, libraries, and schools with braille embossers,

refreshable braille displays, and other braille-aware devices. To retrieve Web-Braille files, you can use whatever

braille equipment and browser you find most comfortable. Web-Braille contains 2,672 books and is growing. To get

a user ID for Web-Braille, contact the library that handles your braille magazine subscriptions. (In Texas, that is the

Texas State Library, which can be contacted at (800) 252-9605.) You will be asked to select a password and provide

an e-mail address. Questions? Contact Judy Dixon atjdix@loc.gov, or (202) 707-0722.

• A new law gives non-English speaking parents of students with disabilities the right to have important information

in their native language. From the amended Texas Education Code: "If the child's parent is unable to speak English,

the (school) district shall:

1. Provide the parent with a written or audiotaped copy of the child's IEP translated into Spanish if Spanish is

the parent's native language; or

2. If the parent's native language is a language other than Spanish, make a good faith effort to provide the

parent with a written or audiotaped copy of the child's individualized education program translated into the

parent's native language."

• Parents may be interested in What a Good IDEA! The Manual for Parents and Students about Special

Education Services in Texas. The manual was updated to include the final regulations from the 1997 reauthorization

of Individuals with Disabilities Education Act (IDEA). To order a copy, contact either The ARC ofTexas at (800)

252-9729, or Advocacy, Inc. at (800) 252-9 108. Copies cost $ 10 and are available in Spanish as well as English.

English audiotaped copies are also available. Copies are available free ofcost from Texas Commission for the Blind by

contacting your child's BVICP Caseworker.

• Go to <http://www.freedomforum.org/newsstand/reports/telability/printdir.asp> ifyou want to download the

1999-2000 edition ofAmerica 's Telability Media. This 320-page book describes resources concerning access to

mass media for persons with disabilities.

• <http://www.worksupport.com> is your gateway to information, resources, and services regarding the employ-

ment ofpeople with disabilities. This site features updates in the following areas: accommodations, bridge to employ-

ment, disability management, law and policy, supported employment, workforce diversity, and workforce training.

• The Deaf-Blind Theatre Access project has a manual for making theatre accessible to the deafblind. The

purpose of this manual is described as follows: 'Too often, entertainment is out of reach for people who are deafand

blind (deafblind). The challenges ofcommunication and mobility can keep deafblind people at home, isolated. Yet,

with specially trained interpreters, close-up seating, and an opportunity to experience sets, costumes, and props

through touch, deafblind people can experience the magic of theatre." Go to <http://www.dac.neu.edu/nuiep/tap/ > to

view the manual, or call the Interpreter Education Project for New England at Northeastern University at (6 1 7) 373-

2463 (voice), or (617) 373-4302 (TTY).

• A new book from PRO-ED is entitled, Finding Wheels: A Curriculumfor Non-drivers with Visual Impair-

mentsfor Gaining Control ofTransportation Needs. The authors, Anne Corn and Penny Rosenblum, were in-

spired to write this book based on the memories of being visually impaired teens who were not learning to drive at the

time their peers were. They have written a book that helps teach strategies to a person with visual impairments to be

a successful non-driver and maximize independence. The book costs $34.00, and may be ordered from PRO-ED at

(5 12) 45 1-3246, or online at <www.proedinc.com>.
yj
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CLASSIFIED
Mail or e-mail your new classifieds to Jim Durkel at:

TSBVI Outreach, 1 100 West 45th St., Austin, TX 78756, or durkelj@tsbl.tsbvi.edu.

An up-to-date Statewide Staff Development Calendar is posted on TSB VI's website at <www.tsbvi.edu>.
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Texas Focus

June 14 - 16, 2000

Airport Hilton Hotel

El Paso, Texas

This conference is open to teachers, families,

administrators, and others interested in the education

of students with visual impairments, including those

with deafblindness and other multiple disabilities.

Speakers will include Deborah Chen, Linda Mamer,

Walter Ducret, and Dona Sauerburger

For further information, contact

Jim Durkel atTSBVI Outreach

Phone: (512)206-9270

E-mail: durkel_j@tsbl.tsbvi.edu

Summer Technology Institute

July 25 - 27, 2000

Austin, Texas

This hands-on training will help teachers,

paraprofessionals, and family members learn

how to use a Braille N Speak and JAWS,
access the Internet, modify augmentative

communication devices for the visual impaired,

produce braille, and much, much more.

Contact: Jim Durkel, TSBVI Outreach

Phone: (512)206-9270

E-mail: durkelJ@ tsb 1 .tsbvi.edu

12th Annual

Texas Fiesta Educativa Conference

aUniting Families, Schools

and Communities"

August 25 - 26, 2000

St Anthony Wyndham Grand Heritage Hotel

300 East Travis, San Antonio, Texas

This two-day conference offers comprehensive

topics applicable to Spanish speaking and

Hispanic persons with disabilities, their families

and those who serve them. Friday workshops

are geared for professionals and will be

conducted mostly in English. Saturday sessions

are geared toward Spanish speaking parents and

professionals, and will be conducted mostly in

Spanish. Interpreters will be available for both days.

A special pre-conference held on

August 24, 2000

will address:

"Disproportionate Representation

ofLanguage Minority Students

in Special Education"

For information, contact Yvette Hinojosa,

Director of Project P.O.D.E.R.

at (210) 222-2637

AER International Conference

"AERodynamics"

July 15 - 19, 2000

Denver, Colorado

For further information,

contact AER at (703) 823-9690
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Third Annual

American Stickler Syndrome Conference

June 11 - 13, 2000

Denver Marriott Tech Center

Denver, Colorado

This conference includes information from medical

professionals and others, for families and individuals

involved with people who have Stickler Syndrome.

Contact: Stickler Involved People

15 Angelina

Augusta, KS 67010

Phone: (316)775-2993

E-mail: houch@southwind.net

Early Connections:

Developing Partnerships in Services to Young

Children with Visual Impairments

June 4 - 8, 2000

University ofBritish Columbia

Conference Center,

Vancouver, BC, Canada

For families and professionals who work with

children ages birth - 8, with visual impairments,

including deafblindness and multiple disabilities.

For information call: 1 (604)822-1050,

or visit the website at

<http://www.conferences.ubc.ca/

conferences/events/earlyconnections/reg.htm>

4th International

Moebius Syndrome Conference

July 21 -24, 2000

Sturbridge Host Hotel and Conference Center

Sturbridge, Massachusetts

For information call (508) 347-7393

American Association of the Deaf-Blind

Convention

July 27 - August 1, 2000

Columbus, Ohio

Contact: Joy Larson (301) 588-6545

National Organization on Albinism and

Hypopigmentation (NOAH) 8th National

Conference

July 13-16, 2000

Burlington, Massachusetts

Contact: (800)473-2310

<www.albinism.org>

Two Dirty Words: Planning and Organization

Skills for Studens with Visual Impairments

August 28, 2000

Region X ESC, Richardson, Texas

Presenters: Karen and Jay Stiteley

Contact: Kitra Hill Gray (972)348-1580

Position Available:

Teacher in Special Programs,

Texas School for the Blind & Visually Impaired

Responsibilities: Participates with other staff in the

TSBVI Special Programs Department, other depart-

ments across campus, and local school districts, to de-

velop programs for, and provide instruction to, students

across Texas, through an on-campus, short-term

model. Programs include short classes provided during

the school year, and during summer school.

Qualifications: Has, or is eligible to receive, Texas

teacher certification with an endorsement in Visual Im-

pairment; at least two years experience working as a

teacher of students with visual impairments; strong abil-

ity to work well with other professionals and with par-

ents; good planning and organizational skills; experi-

ence serving visually impaired students in the public

schools in an itinerant model is preferred; experience

working with students who have academic abilities at

various grade levels, and providing instruction in a range

ofdisability-specific curricular areas is also preferred.

This position will begin August 2000

For more information, contact:

Dr. Lauren Newton, Principal of Special Programs

Phone: (512)206-9119

E-mail: Newton L@tsbl.tsbvi.edu
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SEE/HEAR
published quarterly: February, May, August, and November

Contributions to the newsletter are always welcome.

Articles can be mailed or e-mailed to section editors at:

TSBVI Outreach

1100 West 45th St.

Austin, TX 78756

FAMILY - Jean Robinson (512) 206-9418; robinsonJ@tsbl.tsbvi.edu

PROGRAMMING - Ann Rash (512) 206-9269; rash_a@tsbl.tsbvi.edu

andGigi Newton (512) 206-9272; newton_g@tsbl.tsbvi.edu

SYNDROMES/CONDITIONS - Kate Moss (512) 206-9224; moss_k@tsbl.tsbvi.edu

NEWS & VIEWS -Jim Durkel (512) 206-9270; durkelj@tsbl.tsbvi.edu

Deadlines for articles are:

December 1st for the Winter edition

March 1st for the Spring edition

June 1st for the Summer edition

September 1st for the Fall edition

Editor-in-Chief - Kate Moss (512) 206-9224; moss_k@tsbl.tsbvi.edu

Layout Editor - Craig Axelrod (512) 206-9435; axelrod_c@tsbl.tsbvi.edu
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Kate's Corner

So much for the notion of the lazy, hazy summer days with not much to do. As July draws to a close and we

anticipate school beginning in several weeks, most ofus here in Outreach are wondering where the time has flown. We
must be having fun. In June we were involved with a workshop for parents and young children called "On the Move"

and Texas Focus took place in El Paso. At the end of the month, I was fortunate to be able to attend back-to-back

workshops in Minnesota sponsored by Hilton Perkins, NFADB, and NTAC focusing on Family Specialists and

providing effective technical assistance to families. SummerTechnology training begins next week, and work has

begun towards developing new workshops and the Texas Symposium on Deafblindness. There are a variety of other

projects cooking and some changes in staff to round out August.

Kate's Corner - continued on page 37
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Editor 's note: You can 't work in thefield ofspecial education and disability very long without experiencing

the death ofa child. Not everyone is comfortable talking about it - but it happens, with and without warning.

Families with chronically ill childrenface this possibility daily. We all experience loss in our lives whether it is

a marriage ending, a child graduating, ajob ending, or a relative dying. Even if the change is good, letting go

ofyour old identity with its roles and responsibilities is a process that takes time. My parents are still living, but

I wonder, will I no longer feel like a daughter when they die? As Dr. Ken Moses says, "There is no right or

wrong with feelings, they are just there. " One way of living through the griefprocess is writing about it. The

following articles written by two moms and a grandmother reveal their varied reactions to the loss ofa child.

All three are insightful and comforting. We hope their words will help you better understand their griefand also

theirjoy in sharing the beautiful though brief lives of these children.

Ben's Eulogy

By Alison Rickerl, Mom, Houston, TX

No more oxygen tanks, pulse oxymeters, and vile medications. No more standers and wheelchairs and AFOs. No
more nebulizer treatments and cleaning vomit off the carpet No more late night emergencies, hospitalizations, tubes,

wires, and syringes. Blessed relief... No more hug and kisses. No more crooked smiles. No more delighted full-body

wiggles. No more roughhousing on the floor. Wretched grief...

My son died. Some say there is no greater pain than to lose a child. I'm sure others feel that pain every bit as keenly

as I do. Ben touched many people very deeply. That pain would not hurt so much if the love was not so deep. There

is no greater love than that of a parent for a child.

!

Benjamin was only 3 years old when died. In three short years, Ben faced more medical problems than most

people do in 75 years of life. His disabilities and health impairments have hardly been conducive to a "normal" lifestyle.

Life has been difficult for all of us these past three years - but I would not trade a second of it Ben was an incredible

gift of love, and I am so grateful for the time I had with him.

Many years ago, I prayed for patience. So God sent me Meglyn, my first-born, and I learned. But I was still

dissatisfied with my ability to cope with such an energetic child. So I prayed for more patience. And God sentme
Madison. Between the two ofthem, I learned how to be patient with all kinds ofchildren. But still I didn't think I was

quite where I needed to be. So I prayed some more, and God sent me Ben. That's when I learned how to be patient

with adults, too.

Madison and Ben have both brought into my life such diversity and understanding of the bigger picture. From the

moment, five years ago, when the doctor shook his head and said my daughter would never see, I knew life would

never be the same. I was not allowed to stay the same, to become stagnant in my abilities and thinking. In advocating

formy children's needs in the education, social service, and medical systems, I grew in every way. Meeting their needs

has done more than any other experience I've ever had to help me purge selfishness and pettiness from my heart They

have helped me develop a deeper understanding and compassion for all people. My children have molded me to be

confident in my ability to tackle the various hurdles in those arenas. Ben, especially, gave me the courage to face my
worst fears and still do the bestjob I could as a mother.

Ben has moved me to learn more, do more, and be a better person. Even thought he was blind, he gave me eyes to

see what I had not seen before. Even though he was deaf, he taught me to listen with an open heart and mind. Even

though he was very sick, he gave me enormous strength. Ben gave me such joy. The smallest things gave me the most

enormous pleasures. The briefmoments that I could hold his hand, the rare time he was able to hug back, the times he

was able to letme hold him for hours, and even roughhouse, the beautiful smiles, the stiff wiggle of his body when he
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was delighted . . . these moments were better than vacations, promotions, and fancy parties. With his needs for

expensive health care and equipment, I knew I'd never drip with diamonds . . . better, I dripped with joy and happi-

ness.

Because of Ben, I have known completejoy and happiness. I thank God everyday for sending him to me.

I believe that Ben has fulfilled his purpose here on Earth. Many of us spend decades trying to do what we are called

to do - invent something, improve something, whatever. Some never do fulfill their calling. In just three short years,

Ben has done more; through him, souls are saved. He has touched each of us deeply and we are forever changed.

To those ofyou who were afraid of his disability and health impairments, please let his life and death inspire you to

reach out to others in need. Ifyou are lonely, take heart that it is in the giving oflove to others that you learn to feel truly

loved.

5!
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I know you feel very sad for me. But it is that feeling - that ability to truly feel caring and giving - that inspires the

best in all of us. Don' t turn that off. Let that pain turn into the glow ofjoy and the ability to easily give to anyone in need

at any time. In that way, my loss is not in vain, and Ben's life and death will have helped so many people.

Aging, Loving, and Loss

By Brenda Placette, Grandmother, Houston, TX

My three-year-old grandson, Ben Rickerl, died lastTuesday night For the last fourteen months of his short life, his

only nutrition was Neocate, a special formula available by prescription only, which his parents administered to him

through a bottle. Because ofBen's severe allergic reactions to food, it was the only nourishment he could tolerate. In

early 1999, an attempt to feed him goat's milk, recommended by one ofBen's doctors, resulted in anaphylactic shock

and an extended stay atTexas Children's Hospital in intensive care.

Ben was born with Joubert Syndrome, a very rare genetic disorder. His 7-year-old sister, Meglyn, is unaffected,

but Madison, age 5, also suffers from the syndrome and is blind. Her speech and gait are affected by hypotonia, low

muscle tone, but she is a happy child who is attending kindergarten. Joubert's is characterized by multiple sensory and

physical disabilities as well as health impairments.

In Ben, Joubert's manifested itself in particularly insidious ways. Although classified as deafblind, he had some

hearing and loved reggae music and the sound of his Daddy's voice. He had many health problems resulting in

numerous hospital stays. He had to have round-the-clock care to access the medications, nebulizers, and interventions

to keep him alive.

Ben had started school two months ago, and loved the wheelchair lift on his special education bus. His teacher,

Mrs. Cockrell, and his two aides reported progress, and his mom and dad noted excitedly that he was making new

sounds.

By the time Ben was born, my daughter Alison was already immersed in the special world of the disability commu-

nity. The Rickerl home was full of people constantly: orientation and mobility and vision teachers; occupational,

physical, and speech therapist; people delivering and setting up durable medical equipment. Alison sought out all

resources for Madison, joined many disability groups, and became a leader in some.

In March of 1997, the Texas Association of Education and Rehabilitation ofthe Blind and Visually Impaired named
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Alison, Exceptional Parent of the Year. Their annual conference was held in El Paso, and I attended to help with Ben,

since Alison was nursing. As I sat in the audience of200 educators holdingmy precious grandson, Alison accepted the

award and without notes thanked two-dozen people in the audience by name and talked about the importance of

teamwork between parents and teachers to optimize educational outcomes. It was a bittersweet moment: I thought

what an incredible person my daughter is becoming through the gifts of these special children.

When Ben died, Alison and Ted's first thoughts were how to help other parents who have children with Joubert's,

and they donated Ben's brain, kidneys, and retinas - the organs most affected - to the Joubert Foundation.

One hundred and twenty-five people attended Ben's visitation and five-hundred attended his funeral mass. Shortly

before the graveside service began, my 90-year-old great-great Aunt Peachie walked unsteadily down the long gravel

road to the gravesite, aided by a walker. Her daughter, who is waging her own battle with pancreatic cancer, accom-

panied her. At the service, my daughter Alison eulogized her only son. She said she felt that Ben had served his

purpose in life— something that takes many of us years to identify and fulfill. He had saved some souls and touched

so many lives.

The disability community is a big, extended family. They share their pain, but they also share theirjoy. Grounded

in realities that are sometimes incredibly harsh, they are very connected to each other emotionally. I am so grateful that

I live in this world.

Growing older is always about loss. We all lose our parents. Ourjoints, muscles, and organs react differently. Our

spouses and friends die; occasionally we lose a child or grandchild. It hurts; for a while we think we may not be able

to endure the pain.

I

On the three-hour trip to Union Cemetery in Teague, Texas bright splashes ofbluebonnets and Indian paintbrushes

adorned the countryside. I thought, "Right now babies are being born, people are falling in love and getting married,

people are celebrating their 50th anniversaries, and people are being buried" Life is glorious and it is also very painful.

In the past week, I've witnessed what people refer to as the "triumph of the human spirit over adversity" many times.

As the small white coffin was being closed for the last time, five-year-old Madison said, "Bye-bye Little Ben." All of

us who knew him and loved him are better for that experience. Isn't that the ultimate measure of a life?

Formore information about Joubert Syndrome, visit <www.joubertfoundation.com>.

Franky's First Steps

By Connie Vasquez, Mother, Longview, Texas

In the Spring 2000 issue ofSEE/HEAR I wrote the story ofour son Franky. In case you didn't get a chance to read

it, here is a briefsummary. Franky was bom with microcephaly, calcifications of the brain, blindness, deafness, severe

developmental delay, cerebral palsy, seizures . . . Over time he developed severe reflux. Not only that; hisjaw was

receded and his soft palate extended way into his throat, constricting his airway considerably. He had to be catheter-

ized, suctioned, tube-fed, plus he took about eleven medications 2-4 times each day. We had been warned that he

could die ofpneumonia or apnea (stop breathing).

I was very saddened to read a few months back of the problems people have faced taking their disabled child to

church. I know some people don't consider church a very important part of their lives. Still there are those of us who

find our strength and comfort in church. To those ofyou who have encountered difficulties, I encourage you to keep



looking. There are churches out there that care; I know from experience. We have lived in three different places since

Franky was born in 1993 and belonged to three different churches. We have never encountered difficulties because of

Franky's disabilities. In the first two churches, Franky was usually in the nursery. The ladies spoiled him rotten. When
Franky was two years old we moved to Longview, Texas andjoined the Longview Baptist Temple. We became part h^

of the Spanish and the English church. The English church is very large with four nurseries and many Sunday school ^
classes. The nursery superintendent told me I could put him wherever I wanted. As he grew older, we decided to put

him in Sunday school to stimulate his development. Most recently he was in the three year old class. The teachers

accepted him eagerly and encouraged the other kids to interact with him.

Eventually we put him in the regular church services. He was very noisy sometimes. His breathing sounded like a

loud snore. When I asked the pastors what to do, they told me not to worry about it, everyone would get used to it.

No one ever complained or asked us to take Franky out of a service; although I have chosen to do so on occasion,

especially when he threw up!

When my daughter, Teresa, was born on a Saturday evening, it was the Spanish pastor's wife who took care of

Franky, making sure he got his food and medication. When Teresa had emergency surgery on a Sunday at seven

weeks of age, one nursery worker dedicated her whole time to make sure Franky got fed. Now we have family living

nearby. As Franky became more difficult to care for we did not use the church people as much, but they were always

there for us, praying and giving moral support Their support, that always has meant so much, became a lifeline as

Franky's health and quality of life rapidly began to decline.

When Franky was awake, the only way he could breathe without struggling was ifwe sat him in front of us and

pushed his jaw forward to open his airway. However, his left hip had become dislocated, so sitting for any length of

time was very painful. He became very fussy, and we tried changing his medicines and dosages. It didn't help. It got

to the point where the only time he was comfortable was when he was sleeping on his stomach. Unfortunately, his

feeding tube had become enlarged and lying on his stomach caused it to leak. The surgeon experimented with different

sizes of tubes; each would last about a week before it would start leaking. The entire contents of his stomach would

leak out in just few minutes.

Franky was miserable, and it was only getting worse. As much as we loved him, we were beginning to realize it was

time to let go. The pediatrician suggested a "do not resuscitate" order. After much advice, thought, and prayer we

decided that was best for him, no drastic measures to revive him would be taken.

In three weeks time Franky got a kidney infection, pneumonia, a staph infection, and a fungal ear infection. He was

deteriorating rapidly. He came down with a head cold, and I took him to the doctor just to be on the safe side.

Everything checked out fine. Early the next morning Franky seemed fine, but by noon his breathing sounded rough.

His temperature rose to over 107 degrees! Since my other children were at home with me, I called an ambulance.

When we finally were able to see Franky at the hospital, they told us he was dying. The pediatrician met with us to

explain that the x-rays showed a mild case ofpneumonia. She felt that either the bacteria had entered his bloodstream

causing overwhelming blood poisoning or it was meningitis. His white blood count was low which meant he wasn' t

fighting it She didn't give us much hope. He had a seizure that lasted about an hour, and then he fell asleep. A short

time later Franky decided to go to heaven even though they tried briefly to resuscitate him.

Our friends, our church, the East Texas Angel Network, and even total strangers rallied around us. We had a

beautiful funeral that thanks to the Angel Network and our church, cost us almost nothing. Their support continues to

see us through.

It has not been easy losing our "baby." We loved him dearly. I never really minded carrying him, feeding him,
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cleaning up afterhim, giving him medicine, going on constant doctor visits, or any of taking care ofany ofhis needs. But

when he started suffering, I couldn't bear that.

We know he is in heaven, where there is no more pain or suffering. I see him talking, taking his first steps, running,

andjumping. I would never wish him to come back, though I miss him terribly. Sometimes I wish I could hug him one

more time, run my fingers through his hair, and kiss him. He is in a better place. I know I will see him again some day.

At Franky's funeral the church was nearly full. Many people took offworkjust to come. They all did this for a boy

who never spoke a word to any ofthem, but something in his life impacted their lives. I know that without our church,

we could have never made it through this loss. I encourage you other parents who want to find this kind ofchurch

community not to give up. Keep looking until you find a church that can make a place for you, your family and your

child with a disability.

Parents Share Early Experiences at the Parent Summit
By Paige Parrish, Parent, Tyler, TX

bevotex@airmail.net

Editor's note: There are laws, statutes, and memorandums of understandings between agencies that are

written to insure thatfamilies ofchildren with disabilities get the services they need in a timelyfashion. Unfor-

tunately they can be pretty meaningless if the public is unaware of them. Typically the public only becomes

aware when an issue touches their lives in a personal way. Most of the people in Texas will not experience the

impact of a visual impairment on their child's lives. Since most of you reading this newsletter have been

touched with the issues ofblindness it is up to you to help keep the public aware. As the parents who gathered

for the Parent Summit in Austin learned through their discussions, there is definitely a rolefor parents to play

in helping the generalpublic learn about blindness and visual impairments and the resources that are available

in Texas.

An extraordinary event occurred on April 9th
at the Texas School for the Blind and Visually Impaired in Austin,

Texas. Experts from around the state convened to discuss issues that affect our children. There were no chiefs of state

or heads ofgovernment agencies attending this event, just the heads of households. Parents of children with visual

impairments from around Texas were convened to give our valuable opinion about how to make a better future for our

children. Under the guidance of a facilitator, we grouped geographically to identify existing services in our area. We
brainstormed together to identify our needs and the needs ofour children. The general consensus was that chiefamong

all the needs we had was getting information about services and resources earlier in the life of our child. The stories we

shared about our experiences with the initial diagnosis and the early experiences that followed were all too familiar. One

phrase that continued to pop up like ajack-in-the-box was "first point of entry."

I am the parent of a seven-year-old visually impaired child named Alexandria. My "first point ofentry" was at the

office ofmy daughter's pediatrician. After noticing some irregular eye movements during a checkup he referred us that

same day to a neurologist at a children's hospital. I couldn't believe itwhen they told me they suspected that my two-

month-old baby had a tumor on her optic nerve. After conducting more tests, they determined that this was not the

case and sent me to a pediatric neuro-ophthalmologist. There it was decided that Alex did have a severe visual

impairment. Her bizarre eye movements, they felt, were indicative ofa childhood cancer called neuroblastoma. This is

the diagnosis we lived with for about a year.

Needless to say, the vision issue definitely took a back seat to cancer. Our family was emotionally devastated. Not

once did any of the medical professionals say, "Hey, this is a really difficult time for you. Let me hook you up with the
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right people to make it a little easier." Financially this was also quite a burden on our family since my husband was a

medical student The stress and strain on our marriage, I don't think I even have to mention. Here we were a part of

the medical community, but no physician referred us to someone who could give us direction and support! My husband

and I are fairly intelligent people, but we did not know what to do.

I was in denial, and my husband naturally focused on the medical aspects of our daughter's condition. Had we been

referred to a social worker, I think we would have been given some guidance about what to do. Things like applying for

SSI benefits or getting services from Texas Commission for the Blind probably would have made our lives a lot

different. (Editor's note: The Disability Determination Unit ofthe Social Security Administrationforwards all

applications with the diagnosis ofblindness to the Texas Commissionfor the Blindfor rehabilitation services.)

The good news was the cancer did not thrive, but the bad news was the visual diagnosis looked grim. The doctor

called it Leber's Congenital Amaurosis and told us in a cold, clinical tone, "Your daughter's condition will end in total

blindness, so you should prepare her for a school for the blind." The doctordid not seem to considermy frame ofmind.

My reaction was, "My daughter is blind and now you want me to send her away!"

I continued to have a healthy dose of denial and did not ask any questions. I did not know that all babies with a

hearing or vision loss could receive early intervention services in their home. I did not know there are federal and state

regulations requiring all professionals to refer children, birth-three, with a developmental delay to Early Childhood

Intervention (ECI). Based on all the similar stories that were shared at the Summit, apparently other parents and

professionals didn'tknow this either. As a parent I want to know if it is possible to tell physicians that referrals are not

just a vague, ethical obligation? I feel they need to be held more accountable for helping parents and others connect to

these other support resources. As an enlightened parent I can do my part by sharing my knowledge and experiences

within the medical community. I can let them know that I am available to offer other parents support and information

when they face similar concerns.

At some point I finally called the Texas School for the Blind & Visually Impaired and was given support, referrals

and a world of information. AfterECI evaluated Alex, the lack of early intervention in my daughter's life was evident.

She displayed poor overall muscle tone, especially in the hip flexor area. This occurred because her vision loss

reduced her motivation to move and also made her fearful ofmovement. She was very passive and quite content to sit

in one spot and play with one toy. ECI referred me to my local school district to receive vision and orientation and

mobility services.

As parents talked throughout the day-long Summit, a number of things became clear to me. I'd like to share these

insights with you other parents who may be reading this article. First, investigate what resources are available to you

and your child. Make sure you know the laws that can impact your child and your family. Learn about the appropriate

channels for initiating change. Find out your legislative representatives' names and how to contact them. Remember

that one parent can make a difference.

By attending workshops and conferences I am learning about the needs ofmy child. My daughter is out there

advocating for herself at the age ofseven ! I hope that I have been a good example for her through my efforts to make

a difference in the lives of visually impaired and blind individuals.

I look toward the future with much optimism realizing there is a lot ofwork to be done. I hope I can encourage you

to become knowledgeable about the issues surrounding the education ofyour child. I am grateful for the opportunities

I have had to educate myself. I feel that I have fulfilled a vision that Phil Hatlen has of parents of walking into an ARD
meeting as equally informed as the educators about the educational needs of their child with visual impairments.

At the Summit the camaraderie between the parents was impressive. A sort of kinship was formed with the sharing
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ofexperiences and information. The incidental tips I got from parents that were farther down the road will come in

handy. We discussed the benefits of forming parent support groups. I know this is not always feasible with the busy

lives we lead, but at least extend yourself. Offer your name as a contact for other parents who may just be learning

about their child's visual impairments. Let yourTCB caseworker, social worker at your local hospital, your ophthal-

mologist, your pediatrician, and your vision teacher know that you are willing to visit with another parent or share

information about services you have found in your area. It is my dream that one day all these professionals will work

more collaboratively together to make the lives of our children meaningful and successful.

Future Horizons Review

By Jean Robinson, VI Outreach Family Support

After attending two "Future Horizon Retreats" (one in Dallas and one in Corpus Christi) I know firsthand that the

time and money that goes into making this event happen is time and money well spent I know this because ofmy
personal experiences at the retreats, but also from the feedback I have received from the participants. About sixty

families with visually impaired children spent a weekend together learning about themselves and others and also having

a great time. In Corpus Christi there was an opportunity to tour the aircraft carrier, S.S. Lexington, and see the ocean.

In Dallas we paid a visit to the Arboretum gardens. In both locations we had opportunities to swim, play Bingo and

other games, and talk to adult mentors with visual impairments. The families who attended express the benefits of this

experience best:

"Our 5-year-old enjoyed learning how she could help her big sister."

"I gained insight intocommon problems faced by all parents of visually impaired."

"Our family gained better understanding ofmy son's disability."

"My daughter enjoyed the interaction with the other visually impaired kids and it increased her confidence."

"Seeing college students with visual impairments helped my daughter build future goals."

"I realized how my son can go by himself a lot more than I would let him
!"

"My son gained confidence and hope."

"His brother seemed to understand him better."

"I feel more secure regarding Ben's future."

"My daughter is more open to accomplishing more."

"My son's abilities and belief in his capabilities has greatly expanded."

"Elizabeth enjoyed socializing with the other adults and kids with her same disability."

"My daughter was proud of being the one responsible for our family getting to go on this trip."

"The guest speaker motivated us to think that Lauren could do anything, even be a parent."

Personally, I will never forget the look of awe on a young brother's face when he saw the ocean for the first time.

He was so overwhelmed that he wasn' t even interested in eating

!

Our next "Future Horizon Retreat" is in September in Galveston and will focus on children ages 6-9 with visual

impairments. Remember I mentioned time and money? The money comes from a generous grant from the Texas

Commission for the Blind. The time comes from many people and sources. Ifyou are visually impaired and interested

in being a mentor to these families contact me at 5 1 2-206-941 8 or at <jeanrobinson@tsbvi.edu>. Hope to see you in

Galveston!
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Usher Teens and Families Come Together

By David Wiley, Transition Specialist, TSBVI, Texas Deafblind Outreach

During the statewide Symposium on Deafblindness held in Austin in February 1998, a group of parents who have

teenagers or children with Usher Syndrome met and decided they would like to stay in touch with one another. Several

of these families met together with Texas Deafblind Outreach later that year to plan how best to support and stay in

contact with each other. They decided that they would like to have regular retreats for the entire family. The first Usher

Syndrome Family Retreat was held in the summer of 1999, and was a successful and enjoyable experience for all. This

year, on April 29 and 30, the second Usher Syndrome Family Retreat was held.

THIS YEAR'S RETREAT

Nine families met for the weekend in Austin where they heard speakers, talked to nationally recognized profession-

als, and had fun with one another. Texas Deafblind Outreach sponsored the event, and provided assistance with travel

expenses to enable families from across the state to participate. Separate sessions were held for the young people with

Usher, the parents, and the siblings. Some grandparents, and friends, and other family members were also in atten-

dance. In addition to the breakouts for specific groups, time was planned foreveryone to get togetherjust to have fun.

The sessions for the teens with Usher were led by Harry Anderson and Jamie McNamara, and were based on the

theme ofleadership. Mr. Anderson is a counselor at the Florida School forthe Deafand the Blind in St Augustine. He

is also able to share his experiences as someone with Usher Syndrome, and the past president ofAADB, the American

Association of the Deaf-Blind. Ms. McNamara works in Shawnee Mission, Kansas as a Technical Assistance Spe-

cialist for NTAC, the National Technical Assistance Consortium on for Children and Young Adults who are Deaf-

Blind. She also has the perspective of an adult with deafblindness. The teens learned about self-determination and

leadership skills. They also shared their experiences and their goals. Several members of the group had met the

previous year, and were able to catch up with one another. Everyone also got to make new friends.

The parents received information from Dr. Sandra Davenport, ofMinneapolis, Minnesota. Dr. Davenport is one of

the leading authorities on UsherSyndrome in the nation. In addition to workshop sessions, she met individually with the

families to answer questions and provide in-depth information. The parents also heard from Brad Carlson, Deaf-Blind

Specialist with the Texas Commission for the Blind, and learned about TCB services related to college and career

planning. JeffAnderson of the Southwest Collegiate Institute for the Deafprovided information about his school.

The siblings had a chance to share feelings about their families, and have their questions answered. Roy Martz, a

social worker from Texas School for the Blind and Visually Impaired, helped guide the discussions.

In addition to these learning experiences, there was time for socializing, swimming, games, and exploring the

Internet A highlight of the weekend was a series of short skits performed by Harry Anderson and his son, Jeff, which

kept everyone laughing Saturday evening after dinner. When the weekend was complete, the response of the partici-

pants was positive, and plans were made to hold future Usher Syndrome Family Retreats.

GETTINGA NATIONAL PERSPECTIVE

One outcome of this year's retreat is that a three-person team from Texas will be attending a national seminar on

self-determination for teens and young adults who are deafblind. This event is co-sponsored by NTAC, and will be

held in conjunction with the meeting of AADB in Columbus, OH. The team is composed of a teenager with

deafblindness, a young adult mentor who is deafblind, and a professional from the state deafblind project. The young

people have made a commitment to stay in contact after the workshop, and provide leadership to other young people

in Texas.
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USING THE INTERNET TO STAY IN CONTACT

Another outcome is the creation of an eCircle for Usher families. An eCircle is a private web site for a group of

people with a common interest. For privacy, people can only access the site by invitation. This web site is a place to

post announcements, have discussions, post photographs, and have real time "chats" with other circle members,

among other features. Checking the site on a regular basis is one way to stay in touch, and support one another. Ifyou

have an interest in the eCircle, contact David Wiley or Kate Moss at Texas Deafblind Outreach. (Kate

<katemoss@tsbvi.edu>; David <davidwiley@tsbvi.edu>)

Some teens and other family members from all over the state are also privately communicating through e-mail.

Those who want a broader e-mail circle can find it through listserves that are organized across the nation. A listserve

is an e-mail distribution list for people who share an interest There is one very active listserve about Usher that is used

primarily by adults with Usher Syndrome. There is another for teens with deafblindness. Information on being part of

a list can be found through the DB-LINK site at <www.tr.wou.edu/dblink>.

CONCLUSION

Families including teens and children with Usher Syndrome in Texas have expressed an interest in remaining in

contact and supporting one another. These families are spread throughout the state, but have been gathering for

retreats, and staying in touch electronically. The next get-together for the parents has been planned as a part of the

statewide Symposium on Deafblindness to be held in Dallas in on February 15-17, 200 1 . For more information about

Usher Syndrome, or the family activities, contact Texas Deafblind Outreach at Texas School for the Blind and Visually

Impaired. Ifyou are interested in speaking directly to another family, several families have expressed a willingness to

be contacted. For Usher Syndrome, Texas families are finding support from one another.

Through a Teen's Eyes

By Wayne Cuthbertson, 19 year-old law student

at the University of Aberdeen, Scotland

Reprinted with permission from Exceptional Parent, July 1999

Editor's Note: This article is reprintedfrom the July 1999 issue ofExceptional Parent magazine which is

available by subscription at the toll-free number 1(877)372-7368 or <www.eparent.com>. It originally ap-

peared in the February 1999 issue of The Moebius Syndrome News. Information about Moebius Syndrome is

available at (660) 834-3406 or <www.ciaccess.com/moebius> or read the article on page 27.

As a child, the fact that I have Moebius syndrome never troubled me at all. From a fairly young age, I have been

aware of the fact that I am different. It never had a name; it was just there all the time. To me it was the things I could

not do: I could not smile, move my lips, move my eyes from side to side or suck properly. I was just different from

everybody else. There were always people who pointed at me, made jokes and comments, and tried to show up my
deficiencies, but I let it all wash over me. I had lots of support, and I had a strong sense of self-worth and inner belief

and confidence. I do not know when it happened, but suddenly when I started high school, among lots ofnew people

and in a different place, the world seemed bigger and stranger, and infinitely more daunting. For the first time in my life,

I was notjust aware that I was different, I was acutely aware. Perhaps it is this increased level ofconsciousness that

comes with adolescence that helped to shape me. Forget the warm hugs of your parents and the support of your

friends. When you hit your teens, it is time to stand up and be counted as a person. Here is a little of what I have

learned, and some advice I can give to anyone who has Moebius syndrome or any other disability.

1. You need to get over being so aware ofhow different you are, that it makes you shy, or overly sensi-

tive. Believe that you are a beautiful person; believe in yourself.
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2. Neverforget that we are each our own individualsformed in a singular and unique way, and never let

anyone say you are not special. There is no such thing as perfection. Perfection is an unattainable ideal

which can be striven for but never achieved. Ifanyone tells you that you are not "normal" ask them what

"normal" is. That often makes them think, but some people are remarkably cruel at this age. If they still

persist, tell them: "I don't care what you think, none of us are 'normal' we are all different and beautiful in

our own ways." If they laugh at you, then have a laugh yourself as they are probably so immature, close-

minded and wrapped up in their own prejudices that it isn't really worth caring about what they think.

3. When you talkface-to-face with someone, maintain eye contact. It oozes self-confidence, and people

will respect that Also remember that it is not always how you say things, but what you say that counts. If

you can come to terms with being different, then so can other people. Just believe in yourself.

4. It all comes down to confidence. This is what getting through your teens is all about. You need to love the

person you are. Stand up for yourself and never let anyone brush you off. Most of all, be assertive. Show

people what you are like on the inside, and you will find that they will like you more than you think. Have

confidence in your abilities, and let nothing stand in the way ofwhat you want in life. Love and believe in

yourself, and you will go a lot further than you think.

5. Makingfriends can get much tougher as you mature. As you become aware of how different you are,

don't be afraid to put yourself out there when you meet someone new. If you can't lift your head up and offer

them a warm smile, let your inner warmth come out in other ways. Be honest and open - other people will

always respect that Be confident when meeting people. Getting involved in lots of group activities and

sports, ifyou are able, will expose you to new people all the time and allow you to grow in stature as a

person. Try something new!

6. The other sex: Don 't be afraid to talk to the other sex. If you have confidence in yourself then anyone

will like you. But no one who cowers away in the corner ever has any success. Ifsomeone likes you, then

they will like you as the person you are. If they don' t like you because of the condition you have, then they

are probably not worth knowing anyway ! Try not to be too shy, although I know it can be very difficult.

Now, kissing for someone who has Moebius syndrome is quite a proposition. I mean, if you can' t move your

lips, how can you kiss someone properly? The simple answer is you can't However, you would be sur-

prised at what can be achieved with a little effort. Kissing is possible just don't be too embarrassed to try.

Use what abilities you do have the best way you can.

7. The teen years can be a hardperiod. It was hard for me. Come to terms with it and with your place in the

world. I have always found that it helps to be able to just have a quiet "thought" about things to yourself.

Take a step backward, and upward, and have a look around; you will often see yourself and other people in

a different light

8. Life is a constant learning process. There is no such thing as failure, only feedback.

9. There were times during my teens when I thought I was the only person in the world like this, and I

wasjust beingpunished I often felt like, "Why do I bother when people only seem to try and knock me
down?" Well, I have been there and have gone through it and I am 10 times better for it. I am nowhere

nearly as shy as I used to be. (Shyness isn't necessarily a bad thing. It is often a sign of sensitivity.)

1 0: Enjoy your teens. While it can be one of the hardest times in your life, it can also be one of the happiest

Much of this advice may apply all throughout your life. During your teens, however, you are more aware of your

own idiosyncrasies, making this time even more difficult. Never forget those who love and support you, but that they

can't be there forever. That is why we all need to build our futures through our own strengths and courage.

Parents may wonder how they can help their child to do this. It seems to me the greatest thing parents can give to
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their children who have Moebius syndrome, or any other disability, is love. My mother never treated me any differently

than my brother and sister- she loved mejust the same. Giving children the strength and confidence to love the people

they are and believe in themselves will get them through the most difficult times. This will help them become more

independent and able to tackle the world on their own. Parents are a solid foundation for children to build from. With

a loving parent who encourages, supports, and believes in them, I see no reason why children who have Moebius

syndrome, or any other disability, cannot achieve a great deal. I don't intend to let it hold me back.

Many will tell you that people who have Moebius syndrome can't smile, but I have never believed them. I can't

physically smile, but I have been smiling all my life. I feel warm and happy andjoyful inside - isn't that what smiling is

all about? People who know you well will know when you are smiling. I have always believed that while I can't make

my lips form the shape, everything else is there.

Toilet Training Children with Deafblindness: Issues and Strategies

By Craig Axelrod, Teacher Trainer, TSBVI, Texas Deafblind Outreach

A version of this article first appeared in the October 1992 edition of PS. NEWS ! !

!

Editor's note: This article is based on a workshop presented by Ray Condon in July 1992. Additional

information about routines can be found on TSBVI's website, <www.tsbvi.edu>. See <http://www.tsbvi.edu/

Education/vmi/routines.htm> or <http://www. tsbvi. edu/Outreach/seehear/archive/routine. html>.

Independence in toilet training is a milestone celebrated by the children who achieve it and their grateful parents.

Families and educators often experience frustration, disappointment and resignation when faced with the challenges of

toilet training a child who is deafblind. Many factors can influence toilet training efforts; such as physical maturity,

awareness of self and the environment, positive relationships with other people and the ability to communicate with

them. All factors must be considered when toilet training a child who is deafblind. A team approach is also essential

for success. People who can contribute important knowledge and experience to a team include the child's parents and

siblings, classroom teacher, intervener, VI teacher, communication specialist, OT, PT, school administrators and a

medical doctor.

COMPARISON OF TOILET TRAINING PRACTICES

Toilet training approaches for children with disabilities often differ drastically from those used with nondisabled

children. It's suggested that a "normal" child be taught in a low-key manner, with social praise and reinforcement.

Books, verbal explanation, modeling and observation are used to teach language concepts, responsibility, competence

and independence. The child sits on the toilet for short periods of time. If there is resistance to toileting, training efforts

are postponed. Use of punishment is not recommended, and can be considered harmful. In contrast, the best known

programs developed for children with disabilities recommend rigid training procedures to be followed intensively for

several hours every day. Sessions on the toilet may last up to 25 minutes ofevery half hour. Motivators might include

food, toys and other primary reinforcers, or secondary reinforcers such as tokens, adhesive stickers and checkmarks.

Overcorrection (for example, cleaning the entire floor of a room where a toileting accident occurs) and positive prac-

tice (repeating the steps of a toileting sequence multiple times) are procedures often used to end toileting accidents.

Resistance to toilet training is met with stronger rewards or punishers. Why are our educational strategies with disabled

children so much more "heavy-handed" than the ways we teach children without disabilities?

PROBLEMS WITH TRADITIONAL PROGRAMS

There are drawbacks to many of the toilet training programs developed for children with disabilities.
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Many of these programs have intensive time requirements

The most popular of these programs requires an intensive commitment of time and attention from those working

with a child. In a school setting this is sometimes possible because several adults share the responsibilities ofmanaging

a classroom and its students, or a single adult is responsible for providing one-on-one instruction to the student who is

deafblind. At home, however, a family often has fewerpeople and limited time to devote toward this kind ofeffort.

Tolieting programs have a low success rate

In acquiring any new skill, a learner must consistently experience a 70% success rate (7 correct responses to every

3 mistakes). The obvious toileting mistake is an accident. A less obvious mistake is sitting on the toilet without

"results." Toileting programs that incorporate long, unproductive commode sittings increase the percentage of errors,

and ultimately make learning more difficult.

Children don't make the connection between their behavior and the resulting consequences

Children with deafblindness often have limited communication skills. They may not independently distinguish im-

portant from unimportant information or see relationships between their behaviors and the resulting consequences.

They might not understand that overcorrection or positive practice are responses to a toileting accident While an adult

is responding to wet or dirty pants, the child might think the consequence is related to something else that coincidentally

occurred at the same time, such as engaging in a self-stimulation behavior, patting the cat, or playing with a light switch.

If independent and consistent toileting is the team's goal, requiring a child to repeatedly "practice" the toileting se-

quence or clean up the floor will not achieve this result These activities don't teach the desired behavior, which is

successfully voiding in the toilet It is good for children to develop a sense of responsibility about caring for themselves

and their environments. There are also many naturally occurring opportunities to practice removing and putting on

clothes, such as before bath time or during morning dressing. Implementing overcorrection or positive practice proce-

dures as consequences of accidents, however, will not teach a child to use the toilet appropriately.

Overcorrection and positive practice feel like punishment

Another problem with consequences such as overcorrection and positive practice is a person's understandable

attempts to escape and/or avoid the people, places and activities associated with what is seen as punishment. By

making toileting an unpleasant experience, a team may be sabotaging its goal. An additional consideration about

punishment is the message it sends: that these are acceptable ways to interact Children often imitate other people's

behaviors. It's important that we behave towards them as we want them to behave toward others.

DEVELOPINGA TOILET TRAINING ROUTINE

Toilet training follows this general sequence. First, a child's bodily maturity and regularity indicate readiness for

toilet training. Then, other people begin anticipating the child's need to go at predictable times, and schedule train.

Finally, the child learns to recognize the voiding urge, and responds appropriately by going to the toilet or asking to go.

Determine readiness

"Is my child ready to be toilet trained?" Readiness can be assessed in several ways. A child's body must be mature

enough for toilet training. Physical maturity for training readiness typically occurs in nondisabled children between 1

8

and 30 months. Determine maturity by observing the child's behavior. Behavioral indicators for bowel training include

regularity in bowel movements and no accidents while the child sleeps. Readiness for bladder training is indicated

when the child remains dry during naps and regularly stays dry for 1 .5-2 hours. Initial training with a nondisabled child

may take from 5-10 months. These and other toileting norms such as a child's awareness of the need to go, the

motivation to become toilet trained, and so forth; can only be suggested by age ranges. The order in which some norms

are demonstrated (Chart 1) may also vary from one child to another. Children mature at different rates. In addition,

a child may experience setbacks due to circumstances such as an illness, changes in daily routines or a new sibling at home.
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Chart 1 - General Toileting Norms

Sphincter and bladder control generally follow this sequence: control of bowels while asleep, control of

bowels during waking hours, control of bladder while awake, and finally, bladder control at night.

A child who has regularity with bowel movements and no accidents while asleep may be ready for bowel

training.

A child who remains dry during naps and regularly stays dry for 1 .5-2 hours may be ready for bladder

training.

A child's age of training readiness may range from 18-30 months.

Initial training may take from 5-10 months depending upon the child's physical maturation and motivation.

It is not uncommon for children to experience setback or regression during illness, major changes in their

daily routines, when starting school or getting a new sibling.

Some children may not become completely trained in the daytime until age 5, or at night before age 7.

Girls learn faster and earlier than boys.

Children become aware first of having eliminated, then that they are in the process of voiding, and finally

recognizing the voiding urge before going.

Another indicator ofreadiness is the willingness and ability ofparents and school staffto invest time and energy into

toilet training their child. Since successful implementation ofa toilet training program requires consistency and coop-

eration between home and school, everyone on the team must be committed to this effort.

Also, remember that the toileting "experts" don't always agree about a child's readiness. Find out about past toilet

training efforts. What was successful and where were the problems? After soliciting and considering the input of all its

members, your child's educational team can make an "expert" decision about whether to begin.

Even if the team decides to postpone toilet training, many of the skills needed during toileting, can start to be

worked on in a diaper changing routine. Every activity in which your child participates should be seen as a teaching and

learning opportunity for building useful concepts and important skills related to toileting. Learning concepts such as

"wet" or "dry," participating in dressing activities, asking for assistance, learning routes and independent travel skills,

and so forth can be worked on throughout the day in a variety of activities.

Gather data

After deciding to begin toilet training, find out when your child is wet and/or dirty and dry. A frequent diaper or

training pants check (every halfhour, or more often ifneeded) for at least 14 days will be necessary to identify a pattern

ofelimination. Factors such as amount of liquid intake, illness, sleep and routines can affect regularity. Look for special

behaviors yourchild might demonstrate immediately before urinating or having a bowel movement Share this informa-

tion with other team members. Collecting information requires time and effort, but it will save time in the long run.

Since a 70% success rate is necessary for learning, it's important to identify times in a day when a child most likely

needs to "go," and target those times for toilet training. While children often have bowel control before bladder

control, bladder training is usually worked on first because there are more opportunities in a day to be successful.

Using a data collection method such as the one shown in Chart 2 can be very helpful. This baseline information will

also help your team determine how well its toilet training program is working. Compare it with data that's regularly

collected after toilet training has begun.
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Chart 2 - Toileting Data Collection Chart

UT- urinated in toilet UO - urinated off toilet

BT - b.m. in toilet BO - b.m. off toilet N - on toilet, did nothing
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Assess your child's toileting abilities

Clarify the sequence of steps a nondisabled person follows when using the toilet. Informally assess your child's

ability to complete each ofthose steps. Identify steps that are completed independently, then distinguish between steps

that can be taught without additional changes and those requiring adaptations.

Select objectives

Every child has unique learning needs, specified in an IEP as goals and objectives. Although they are artificially

separated in the IEP, many skills are often used together to complete an activity. When developing a toilet training

program, it's important to remember that voiding in the toilet is only one of several interrelated skills needed to com-

plete this activity. Knowing where the bathroom is and how to get there, undressing and dressing, getting on and offthe

commode, and requesting assistance are examples of orientation and mobility, self help, motor and communication

skills that contribute to successful toileting. Select 2 or 3 objective-based skills from the IEP that are necessary or

helpful in teaching those steps, and can be naturally incorporated into the routine sequence.

Identify adaptations

Identify the adaptations that will be needed to support your child's completion of steps in the sequence more

independently, such as a calendar system to schedule and communicate toileting time, or pants with an elastic waist-

band for an older student who cannot zip or snap. Since it's not possible for a small child to struggle at maintaining

balance on the commode while at the same time relaxing to use the toilet, consult with your OT or PT to see ifadaptive

seating is needed. Consideryour child's size and dimensions when deciding the specific seating requirements (Chart 3).

Chart 3 - Seating Guidelines

Goals

Child should be comfortable, balanced and secure.

Child should use a minimum ofconscious effort and physical energy to stay seated.

Principles

Pelvis should be stable and in a neutral position, with body weight evenly distributed across buttocks and

thighs (hips and knees flexed at 90 degrees).

Trunk should be symmetrical and in midline.

Feet should be supported on floor or stool (ankles at 90 degrees).

Head should be in line with trunk and in a neutral position.

Forearms can rest at elbow height.

Proper Measurements for Chair or "Potty Seat"

Seat depth - length of child's thighs (distance from above knees to buttocks).

Height of chair seat - length of child's shins (distance from just below knees to heels/soles of feet).

Chair back - length of child's back (tailbone to shoulder girdle).

Consider appropriate teaching strategies

Because your child may have acquired some skills and not others, the support that is needed could change from

one routine step to the next. We often, however, give our children the same level of support throughout an activity,

regardless of their ability to complete some steps with more independence. Consequently, they may become prompt
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dependent by learning to wait for our prompts before beginning or continuing a sequence. To prevent this from

happening, keep an array ofteaching strategies in mind when designing a toileting routine. Incorporate the approaches

that are most helpful into the routine you use for instructing your child. Examples of strategies include:

• The hierarchy of prompts - from least intrusive (object needed in routine, picture, point, sign, etc.) to most

intrusive (hand-over-hand, hand-under-hand, physical prompt, etc.);

• The progression with which prompts are given - independent attempts followed by increasing adult support

(least intrusive to most intrusive), or intensive support provided initially, then faded (most to least);

• The timing with which prompts are given - immediate redirection to minimize potential distractions and

maintain focus on the sequence, or "wait time" to encourage self-initiation and acknowledge the need for

processing.

Since our children (like us) have "good days" and "bad days," additional support may sometimes be needed to

help them successfully complete steps that are completed independently at other times. We must be attentive to their

changing abilities and needs, and provide the support that is necessary at each moment.

Put it all together

Write a toileting sequence for your child that incorporates any necessary adaptations the team has identified.

Teaching strategies should also be reflected in the sequence steps and/or noted somewhere on the plan. Be sure the

team agrees to a procedure that can be followed at both school and home. Consistency is essential. Plan with your

child's safety, security, self-respect and eventual independence as overall goals.

To begin, choose the two times each day, at home and school, that you have found your child to be most regular.

Don't be discouraged by the lack ofimmediate results. After the toileting routine is consistently followed for a while,

your child will begin to anticipate the sequence steps. Expectation leads to participation. (If, however, your child still

isn't having success, review the routine sequence and consider making changes.) Be prepared to give immediate

reward and praise for successful toileting. Select a reinforcement that is truly rewarding yet can be gradually faded

over time. One child mightenjoy flushing the toilet while another appreciates the overhead light flashing on and off. Do

not punish for accidents, though participation in cleanup is okay. Continue collecting data to monitor your child's

progress and the program's effectiveness. Gradually increase the number ofdaily toileting sessions, and generalize the

routine into other places.

While developing a toilet training procedure that works on current needs, you should keep long-range expectations

in mind. For example, ifrequesting to use the bathroom is an eventual objective, identify away the toileting routine can

be communicated by adults, with a sign, picture, gesture, physical prompt, or toilet paper roll. After learning that going

to the toilet always follows this communication, the student can then be given opportunities to request the activity.

PROBLEM SOLVING

For solutions to some common problems experienced in toilet training, try the tips suggested below.

Problem: My child refuses to enter the bathroom, sit or stay long enough on the toilet (5- 10 minutes).

Tips: Familiarize your child with the bathroom and toilet Getting into the bathroom or briefly sitting on the toilet

should be the first toilet training goal. Reward the smallest step toward that goal. Try to increase your child's perfor-

mance each successive trip. Provide plenty of opportunities for practice every day. Be sure your child is well posi-

tioned, comfortable and secure on the toilet.

Problem: My child does not urinate often or becomes constipated.
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Tips: Give your child plenty of fluids. Salty snacks, exercise and other physical activity sometimes help encourage

fluid intake. Swimming is another good choice, as some children manage to drink quite a bit while getting a workout.

Motor therapy programs and exercise can also increase your child's ability to push during a bowel movement.

For constipation problems, increase fluids and add more fiber to the child's diet. Fruits, except for bananas and

apples, have a laxative effect. The following recipe was recommended by a family in Exceptional Parent magazine:

combine 1/4 cup bran, 1 cup prune juice and 1 cup apple sauce. Mix well. Keep refrigerated. They gave their

daughter 3 tablespoons of the mixture with breakfast and dinner, and also used an over-the-counter stool softener.

Consult a doctor if the condition is chronic, or the child has frequent diarrhea. Doctors can rule out structural problems

or blockages, and prescribe stool softeners or diet modifications.

Some children intentionally hold bowel movements because elimination is painful (i.e. a crack or fissure around the

anus). Increasing fluid intake and using stool softenersmay help. Ifyourchild is obviously experiencing pain, consultadoctor.

Some medications have side effects that include constipation and the frequent urge to urinate. Consult with a doctor to

determine ifyour child's toileting is affected by medication. Finally, some children withhold urine or bowel movements

in reaction to trauma, or in response to punishing toilet training programs, behavior programs or environments. They

may try to oppose control through counter control efforts such as refusing to do what is expected. Even though an

adult can force a child to sit on the toilet, it is impossible to make him or her use it. The long-term solution is to establish

or reestablish an interactional bond. A positive relationship between the adult and child encourages cooperation.

Giving the child positive ways to exercise control through choice making also builds trust and reduce power struggles.

Adults who are warm, accepting and gentle will provide the type of atmosphere that motivates a child to learn.

Problem: My child does not relax on the toilet.

Tips: First make sure your child is positioned correctly on the toilet (See Chart 3.) Interrupt and redirect a very

active child to an alternative, more calming form ofplay or activity. There is disagreement about whether children

should be allowed to "play" in the bathroom. The "no play" advice is to keep a child focused on the bathroom's

primary purpose. Some children, however, may need a positive way to structure their "activity" of sitting on the toilet

Remove temptations like toilet paper rolls. Have pre-planned activities available for times when the child might "get

into trouble." Prevent problems. Provide close supervision and instruction, to teach the child what is permitted.

Problem: My child does not initiate toileting, but uses the toilet when taken by an adult.

Tips: Your child's awareness ofa full bladder or bowel is the best cue for self-initiated toileting. Some children

become too engrossed in activities to notice. Others may lack the cognitive ability to recognize the voiding urge.

Sometimes, when adults provide faulty instruction by not fading the use of prompts, their children become dependant

on them to initiate the toileting activity. Encourage self-initiated toileting by gradually fading any necessary prompts. By

teaching a child to use the bathroom after specific activities, those activities can become the reminders to go. Putting

communicative reminders, such as pictures or object cues, in a child's daily schedule or environment may also help.

Problem: My child is making no progress, doesn't seem to understand the toilet's purpose, is not bothered by

being wet and has frequent accidents.

Tips: Take a break. Perseverance is necessary for teaching, but so is our responsiveness to feedback. The

teaching sequence may not be appropriate or your child may not be motivated enough to succeed. Reassess the

program and make adjustments. Whether you decide to continue toilet training or postpone it for now, always try to

use an age-appropriate alternative to diapers, such as "Pull-Ups" or "Depends".

Children at a sufficiendy high cognitive and communicative level might understand picture, photograph or book

explanations. Direct experience is the only option for children with more basic communication and cognition. They
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might, however, be able to observe other children or family members model appropriate toileting behavior. Always

change clothes in the bathroom after an accident Deposit any "products" in the toilet.

A child may be making too many toileting mistakes, both accidents and instances when nothing happens on the

toilet. Reduce the frequency of toileting visits, and determine if there is some pattern by keeping track of all elimina-

tions. Watch for recognizable indications that the child is urinating or having a bowel movement

As much as possible, maintain a regular routine or schedule with your child, especially with meals and snack times.

Regulate and monitor what is given to eat and drink.
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TOILETINGEQUIPMENT RESOURCES

Flaghouse Inc.

150 N. MacQuestion Pkwy.

Mt. Vernon, NY 10550

(800)221-5185

Gunnen

221 N. Water Street

Vassar, Ml 48768

(800)551-0055

J.A. Preston

60 Page Road

Clifton, NJ 07012

(800)631-7277

Rifton Equipment for the Handicapped

Route 213

Rifton,NY 12471

(914)658-3141

Minimal Losses...Major Implications

By Jenny Lace, Teacher Trainer, TSBVI, Texas Deafblind Outreach

Webster's dictionary defines minimal as "the least possible degree or quantity." Unfortunately this can imply that

something is without consequence, insignificant, or requiring the least possible intervention. When it comes to vision

and hearing losses this could not be further from the truth.

A dual sensory loss effects incidental learning. This is the learning that takes place just because you happened to see

or hear something while you're hanging out, the way most of us learn most things. The problem with most incidental

learning is that you can only learn what you can see or hear.

Ifyou have a vision and hearing loss incidental learning is tremendously reduced. What happens when it is a peer's

turn to read in a typical classroom, ifyou can' t quite see him and you also can't quite hear him? You miss out on most
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of what he reads, comments he makes about what he read, and perhaps the feedback from the teacher and other

students. When class discussions are out of sight and/or hearing range, the student with mild hearing and vision losses

may spend more time daydreaming.

A common question that is asked is, " Won't the student let the teacherknow ifhe can't hear or see clearly?" The

answer is usually, "NO!" As Dr. Seuss might say:

o

You don't hear what you don't hear

And you don't know what you didn't hear. ...

You don't see what you don't see

And you don ' t know what you didn' t see

!

Do you know that a student can be on the deafblind census ifhe has documented hearing and visual losses that are

minimal ormild? Even though these losses may not meet the requirements for auditory impairment or visual impairment

ifconsidered individually, if the combination ofthe losses adversely affects the student's education performance , they

could be included on the deafblind census. When would that occur?

PROBLEMS OCCURRING WITH A MILD VISUAL IMPAIRMENT

A mild visual impairment is not easy to quantify. We generally think ofsomeone with a visual acuity of20/60 - 20/

100 as mildly visually impaired However, someone with Retinitis Pigmentosa might have 20/20 vision and better than

30 degrees of field vision and not qualify for vision services. This student would probably do fine visually. That is until

the lights dimmed and the overhead went on or until they came inside from the bright sunlight into a dark hallway. Then

they would experience visual impairment thatwas fairly significant for a time. Another scenario would be the student

who had vision only in one eye. Normally that wouldn't be a problem, but ifhe also had a hearing loss in one ear on the

same side as the vision loss, sound localization would be hard, and travel safety might be impacted. Making a call on

the impact of the vision impairment has a lot to do with how the child functionally uses his vision to do educational tasks.

If a child is experiencing educational difficulties that appear to be related to problems with his vision, he should be seen

by an ophthalmologist and possibly referred to the vision teacher for a functional vision evaluation and learning media

assessment. If the child has a hearing loss, even a minimal one, and is experiencing difficulty in school, we would

encourage the school to complete a functional vision evaluation and learning media assessment There may be a need

to make some specific modifications in programming or materials, even ifthe child does not need direct vision services.

Part of the reason we say this has to do with the impact of the hearing loss. Please read on.

PROBLEMS OCCURRING FROM A MINIMAL OR MILD HEARING LOSS
A minimal or mild hearing loss would fall into the range of 1 6-40 dB. Even without a vision loss, a slight hearing loss

can cause a number of significant problems, especially in an educational setting:

• Problems hearing faint or distant speech

• Problems hearing subtle conversational cues

• Problems tracking fast paced conversations

• Problems hearing the word-sound distinctions

What kind of impact might this have on the mildly hearing impaired student who has a vision loss in a typical

classroom?

Trouble hearing faint or distant speech

If a student has trouble hearing faint or distant speech, more than 25% of classroom instruction could be missed.
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(Flexer, 1997) Add a vision loss and imagine the percent of missed instruction that would likely occur. The child with

a mild vision impairment and mild hearing loss probably relies on the information he can pick up from watching the

speaker's lips to confirm what he thinks he is hearing. This is especially true if he is not using a hearing aid. Distance

is his enemy for both his vision and his hearing.

Missing subtle conversational cues

Students with minimal or mild hearing losses often miss subtle conversational cues that cause them to respond

inappropriately. They may appear immature and be more fatigued than peers with normal hearing because of the extra

effort they make to hear. (Flexer, 1997) Students with mild vision and hearing loss miss out on this information, too.

They also experience added stress and may appear socially immature. Not only can they miss auditory information;

they may also miss additional conversational cues ofa visual nature such as facial expression or gestures because of the

vision problems. On top of that, their ability to use speechreading to support what they are hearing is impaired in many

instances because of the vision problems.

Problems following classroom discussions

Another issue for the student with any type of vision and hearing loss is trying to follow a fast-paced conversation of

a typical classroom discussion. About the time you locate the speaker and get focused auditorily and visually, he is no

longer speaking and the girl behind you has the floor. You shift around to see her face, which you can actually see pretty

well and you can also hear her pretty well. After about five seconds the teacher, who has moved to the window aisle,

responds. She happens to be in front ofthe window with the sun coming in and beside the rattling air conditioner. After

about twenty minutes of this activity imagine the impact on the student's attention and behavior. This also has great

impact on his ability to participate in many types of social and extracurricular activities.

Misses morphological markers for plurality, tense, possessiveness

Try a little experiment. Put some earplugs in your ears. Have a friend stand across the room and in a quiet

conversational voice say a series ofwords like, "hit, hitting, hits, rat, ram, dogs, dog's, dog, see, sees, seen." Did you

hear all the different final sounds or did the words mostly sound the same? Now try it again, only this time, have a

television or radio playing in the background. How did that work? Now do it without looking at his face. Next, add

another friend across the room taking turns with the first speaker reciting a different series of words. What happens

then? Chances are you could not tell exactly what words were being said with any accuracy. Imagine your entire day

being like this. Do you think the student dealing with these conditions would be more fatigued and/or frustrated than the

average bearing/sighted student? How would this impact his ability to get the information being presented?

MILD LOSSES EQUAL MAJOR PROBLEMS IN A TYPICAL CLASSROOM

Speech-to-noise ratio

The American Speech-Language-Hearing Association (ASHA) gives the following guidelines: ambient noise

should be no louder than 30-35 dBA in an empty room; reverberation time should not exceed .4 seconds; Signal-to-

Noise (S/N) ratios should be no lower than +15dB. Yet research has repeatedly found: the average unoccupied

classroom (no children) noise levels are 41-50 dBA; the average reverberation times are .52 seconds; S/N ratios are

only 44 dB, and may be worse than dB. (Crandall and Smaldino, 1994)

Vision and hearing losses, even very mild ones, when combined can create some major problems. Ifyou have a

mild hearing loss you may not always function as ifyou have a mild hearing loss. How your hearing functions depends

on the situation and the signal to noise ratio (S/N). We all have had the experience of being able to hear something

without being able to understand what is being said. Think of the drive-thru at MacDonald's or Jack-in-the-Box, a

busy gate at the airport, or a noisy restaurant Your ability to hear has little to do with how loud something is said, but

rather how loud it is compared to everything else is in the environment around you.
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Adults with normal hearing sensitivity and language abilities don'tneed as high of a S/N ratio as children. Typical

adults need speech to be twice the sound pressure level of the background noise. (Flexer, 1997) Typical children need

better speech-to-noise ratio than an adult to hear and develop the crucial word/sound distinctions of language.

(Flexer, 1994) Persons with any kind of hearing loss need an even more favorable S/N (even when wearing hearing

aids). Speech needs to be at least 10 times the level of background noise for them. (Flexer, 1997) If you factor in

noise, reverberation, and frequent changes in teacher and pupil locations in the average classroom, the typical speech

to noise ratio is less than ideal even for the child with normal hearing.

While we are mentioning reverberation or echo, did you know that longer reverberation times reduce the signal-to-

noise ratio? (Scott, 1997) Reverberation time increases with high ceilings, bare walls, and hard-surfaced, uncarpeted

floors. Think about the design ofmost classrooms, especially in older buildings.

Busy visual environments

Although there is not an equivalent vision-clutter ratio, there is a similar phenomenon that occurs. You know it

well, too. Think about the last time you were in an unfamiliar store trying to find a specific item or the last time you

had to find a friend in a crowded room. Figuring out where and what to look at is tricky. If there is a lot going on

visually and you can't see anything very clearly, do you find yourself getting frustrated or feeling overwhelmed?

Now look at the typical classroom. Is it a busy place visually with lots ofclutter and competing visual demands?

Let's move that child up front

A typical remedy for a child who does not hear very well and does not see very well is to move him up front, so he

will be closer to the teacher. She is the learning signal we most want him to pick up, right? Well, not necessarily, not

in a group discussion. This solution also assumes that the teacher is nailed to the floor in front of the child. How many
teachers do you know who teach that way? Besides all of that, you are required to periodically look at your book, a

handout, and the overhead or map. Preferential seating is a less-than-perfect solution for this child.

PROBLEMS AND SOLUTIONS

Helping the child with combined mild or minimal hearing and vision loss

There are several things that should be considered for this child. First of all, has appropriate assessment been done

to determine the impact of the vision and hearing loss on education? Even if the ophthalmological and otological

evaluations from the doctors do not qualify them as visually impaired or hearing impaired under SBOE definitions,

education may still be impacted. A functional vision evaluation should be done. Specific hearing assessment related to

listening in differing environments may also be helpful in evaluating hearing functioning for educational purposes.

Making simple and appropriate modifications to the classroom can also make a huge difference. Acoustic modifi-

cations can be as simple as:

• installing carpet;

• putting rubber tips or tennis balls on desk/table/chair legs;

• installing curtains;

• installing acoustical ceiling tiles;

• maintaining ventilation systems, doors, lighting, and windows.

Additionally, a Sound-FieldFM System allows for the control ofthe acoustic environment facilitating accessibility

of teacher instruction for ALL children in the classroom. An assistive listening device may also be appropriate. Those

students who do not qualify for special education due to a minimal hearing loss or because they have not failed enough

may be able to qualify for S/N ratio enhancing technology through Section 504 ofIDEA using "Acoustic Accessibility."
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Family and Professional Training Needs Survey

Parent/Family Member

Professional

1 . What training have you and/or your family (excluding

your child with disabilities) had the OPPORTUNITY to

participate in during 1999-2000?

family retreats

local/regional workshops

statewide conferences (list:

national conferences (list: _

J
J

information from the Internet

information from printed materials such as newsletters,

articles, books etc.

parent/family support groups

individual consultation at home by (circle those that apply:

local school staff, regional vi staff, TSBVI Outreach)

" individual consultation at school by (circle those that apply:

local school staff, regional vi staff, TSBVI Outreach)

chatrooms/listservs

email

other:

2. Ofthe training opportunities you had available, which

ones did you take advantage ofduring 1999-2000?

family retreats

local/regional workshops

statewide conferences (list:

national conferences (list: _

J
J

information from the Internet

information from printed materials such as newsletters,

articles, books etc.

parent/family support groups

individual consultation at home by (circle those that apply:

local school staff, regional vi staff, TSBVI Outreach)

individual consultation at school by (circle those that apply:

local school staff, regional vi staff, TSBVI Outreach)

chatrooms/listservs

email

other:

3. What topics do you need more information about?

Advocacy, for example

Special education law, for example

Disability, for example

Educational programming issues,

for example

Independent living, for example _
Impact of disability on my family,

for example

Sexuality issues, for example

Medical issues, for example

Technology issues, for example

Resources, for example

4. What formats for training do you prefer?

Face-to-face workshops locally or regionally

Distance education workshops (e.g. videoconferencing,

web-based)

Large state or national conferences

Family retreats

Internet information

Videotapes

Articles to read '

Newsletters

Support groups

Informational fairs/exhibits

Individual consultation at home
Individual consultation at school

Chat rooms/listservs

Email

_ Other?

5. What obstacles do you face in getting training or

information?

Time away from my family

Release time from work

Cost of travel to training

Cost of registration

Child Care while in training

Computer/Internet access

Access to videotape/audiotape/DVD player

Location too far away

Times that training is offered

Length of training

Language barriers

Topics of training

Awareness of when/where training is being offered

Other

6. Thinking about the issues you checked in #5, what

would make access to training and information more

accessible for you?

7. Other comments about training?



8. Regarding SEE/HEAR newsletter, what articles or types of articles have you found particularly helpful?

9. What kinds of articles or what topics would you like to see included in SEE/HEAR?

10. Would you be willing to write an article for SEE/HEAR or do you have an idea for an article you would like to

see written? If so, what would it be about? How can we contact you?

1 1 . Ifyou could make one change to SEE/HEAR, what would that change be?

1 2. Ifyou are currently receiving SEE/HEAR in a format other than regular print English, do you have comments

about the quality or need for these additional formats?

Place

Stamp

Here

Texas School for the Blind& Visually Impaired

Outreach Department

1100 West 45th Street

Austin, TX 78756

Attention: Kate Moss, SEE/HEAR Editor



In addressing mild visual impairments there are also some simple modifications:

• Additional time with "hands on" exploration in order to internalize what others grasp incidentally;

• Reduced visual clutter;

• Low vision devices;

• Eccentric and varied viewing positions and seating positions;

• Improved lighting and glare control;

• Reduced use ofoverheads and chalkboards unless the student has the information on paper in front of him;

• Additional staff to assist with accessing information in group settings;

• Use of strategies such as a talking stick or raised hands to control the pace of group discussions and to provide

more clues to who is speaking.

CONCLUSION

The needs of the child with minimal or mild combined vision and hearing loss can be major. Too often, these

children must fail to have the support and modifications they need in educational settings. Many of the things we can do

to improve the classroom for these children will also improve the classroom for the other students as well. It is

important not to let these children fall through the cracks and miss out on the education they need. They are just too

valuable to our future to overlook their needs.
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The Thread: To Socialize or Not to Socialize

By Sheryl Burgstahler, DO-IT Director

Reprinted with permission from DO-IT Newsletter, Volume 8, Number 1

Editor's Note: Ifyou would like more information about Disabilities, Opportunities, Internetworking, and

Technology (DO IT) contact them at: DOIT, University ofWashington, Box 354842, Seattle, WA 98195-4842,

phone - (206) 685-DOIT (voice/TTY), or visit the website at <http://www.washington.edu/doit>.

t

A while backDO-IT Scholars, Pals, and Mentors addressed the following questions in an active discussion on the

Internet.

1

.

What does it mean to you to have a "successful social life"?

2. Why is it (or is it not) important to develop a successful social life in college?

3. What are strategies for developing a fulfilling social life in college?

Below are some of the responses.

• As far as social life, I can't stress enough the importance of at least trying to get out and be involved. It

really doesn't matter in what - clubs, teams, friends, whatever... It won't be easy. .but it's worth it...

• Social life in college is imperative for your own sanity and for learning how to interact with people. In many

cases, people make lasting friendships in college.

• ...those that come out of college without social interaction will have trouble. We live and work in a world

where groups ofpeople solve problems - especially in the areas of science, math, and engineering. There-

fore, these people coming out ofcollege will have trouble succeeding because they do not have the higher

social skills required in this situation. Yes, you learn academically in college, however, the social skills learned

are more important..

• I found people to be a lot more open in college than in high school, and I learned about socializing with

others in college, and am still learning in graduate school. In college, I made most ofmy friends in classes, in

the dining hall, at the foreign language table, and at the Lutheran Ministry atmy university. I am still in touch

with several people I met during my college years.

• I think r ve learned from being with people, too. Mostly it's made being with people much easier for me.

I'm not so self-conscious or uncertain ofmyself. Friends have also reintroduced me to things like crayons

and taughtme card games and so on. Not only is it fun to hang out with people, but it's emotionally uplifting.

Life wouldn't be as worthwhile without friends.

• I think college consists of both social and academic learning. As I look back on my undergraduate days, I

remember a lot more social times with other people than I do lectures or exams. And I'm not really a

people-person, either. I know I learned a lot from the social end of things. Some of that learning was painful,

because when you make friends, people sometimes give feedback which you need but wouldn't otherwise

get about behavior and attitude. This is part of people relating to one another, and causes necessary growth.

Mosdy though, socializing is fun, and being by yourself is lonely.

• College teaches you many things if it works right How to interact with many people in many different ways

and on many different levels, but it also gives you information and hopefully enhances problem-solving and

thinking for yourself skills.

• In college one has the challenge of balancing academic demands with social pleasures. That is something

that will be important later on, too.
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• I believe that this type of socialization turns out professional associations that last. Now that I am a comput-

ing professional, these relations continue. We have careers in common, and I rely on others to give me
important information. My friends also rely on me to feed them information.

• In many cases for blind people socializing is the key to academics. . .we need sighteds that are part of the

class, in the same section of the book, listening to the same lectures, doing the same homework, to help us

with them. With their help we can get the descriptions we need. Therefore, socializing is, as I have said,

imperative. Academics is the road we use to get there. After academics or dorm life, we can branch out into

wider social circles. It is a progression.

• Having a successful social life will make your college career easier for many reasons. First, with a social life,

a person does not feel lonely because you have friends to talk to and listen to. Secondly, you can get help

from your friends ifyou need help. For example, you can study those killer midterms with friends ! Third, a

person would have more chances to form a relationship which we believe is important to people. Fourth, it

will make you a "well-rounded" person and most companies will look for that when you look for ajob.

• I have seen people who had a good social life in life and college. This is a key skill that you need to learn in

college. In your professional career, you need to do this with your career and family.

• In college and "real" life you need a lot of support to even survive on your own.

• My social contacts came from communities of shared interest Pretty much any religious or political interest,

extracurricular activity or hobby can work ifyou use it. For me, the debate team and the foreign language

house provided communities where I felt accepted and had a good time.

• The interest...allows me to escape my label. I guess you get a chance to know a person spiritually first...

• Living in the dorms helped immensely in immersing me in the college social life. Without the contact in the

dining halls, my social life would only have been half as good at best.

• My social life revolves mostly around people on my floor or in the NASA program. I'm in Intervarsity

Christian fellowship, too, and know people in it, but I got involved in that through people on my floor last year.

• A lot ofmy social life surroundedmy career goals. I wanted to be a programmer and hung around the

computer lab - not exactly beer and pizza, but it was very social. I think I learned more from the other

students than from my professors. There was great interaction and sharing of ideas and concepts.

• There are many strategies to fulfilling social life in college. A popularway is to join a fraternity or sorority on

campus. Through this, you can get a lot of friends from your house. Second way is to join a club that

matches your interest I prefer this way because it matches your interests with other people. I have a lot of

friends byjoining a club. Third way, similar to joining a fraternity, is to live in a dorm. This is a good way for

people who don't want to join a frat

• Socializing that is connected to your schoolwork is very valuable, too. I made one good friend in college in

a class we were taking together. Every week, we got together and worked on the homework together. The

best part was that we were able to help each other, so that it was not one-sided. During my first year as a

graduate student I also frequently discussed problem sets with my classmates. This gave me good experi-

ence for collaborating with others on research.

• You just need to smile at people and look receptive. You should take some time to go to a common place in

your dorm and talk to the people there.

• I think that blind people face the particular challenge of not being able to walk up to someone with whom
they would like to talk unless they hear their voice or the person introduces him or herself. In the dining hall,

for example, I always asked someone to help me find a seat, but that person would not necessarily know the

people I liked to sit with, so it was a game of chance. Sometimes I met people, sometimes I happened to sit
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next to gocxi friends, and sometimes I was unable to join in the conversations around me. However, by

making friends in certain interest groups and arranging to meet friends for a meal, I was able to keep in touch

with the people I cared about.

I understand that for some people making friends is not that easy as it is for others. But if you would treat

people in a friendly manner, they are going to treat you the same. Whereas, ifyou feel yourselfso different

from others and would not talk to them then you will find yourself totally out of place. Everyone is the same

and different, too. This is what is so good about the world.

Texas Deafblind Census 2000

By Kate Moss, Family Support Specialist, Texas Deafblind Outreach
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The 2000 Texas Deafblind Census has been compiled. Dr. Roseanna Davidson, Director of Deafblind Census

Project at Texas Tech University in Lubbock has worked with the Regional Deafblind Specialists in each of the twenty

Education Service Centers to collect and verify this data before submitting it to the Federal Census Project Some of

the ESC regions have piloted a process ofcollecting, verifying, and analyzing the data in an effort to develop a census

collection process to make sure we know all of the children with deafblindness in Texas. Based on the Federal

Projection ofNumber of Students with Deafblindness, a number derived by taking a percentage of all students receiv-

ing special education service, there should be between 920-1380 school-aged children (birth to twenty-two) who
would be eligible as deafblind for educational purposes. The actual number reported on the 2000 Texas census is

much lower than that, only 607 below the age of 22. One of our concerns continues to be the children who should be

identified as deafblind and receive specialized supports and educational modifications not being identified. Addition-

ally, many of the children on the census have vision and hearing loss that is suspected, but not adequately assessed.

With the new Deafblind Specialists at the education service centers, our hope is these children with be found if they are

out there. Here are a few basic facts from the 2000 Texas Deafblind Census.

Ages

1 yr. - 9

2 yr. - 19

3yr. -21

4 yr. - 29

5 yr. - 27

6 yr. - 29

7 yr. - 32

8 yr. - 34

9 yr. - 37

10 yr. - 34

11 yr. -35

12 yr. -45

1

3

yr. - 3

1

14yr.-39

15 yr. - 32

16 yr. -27

17 yr. -29

18 yr. -31

19 yr. - 28

20 yr. - 22

21yr.-17

Top Fifteen Etiologies

Prematurity- 100

Microcephaly - 30

CHARGE -29

Menengitis - 27

Cytomegalovirus - 26

Usher Type 1 - 23

Hydrocephaly - 20

Congenital Rubella Syndrome - 18

Down Syndrome - 13

Usher Type 2- 12

Head Injury- 12

Asphyxia - 1

1

Leber's Congenital Amaurosis - 10

Tumors - 7

Cornelia de Lange Syndrome - 6

Gender

Males - 344

Females - 263
26

Vision Status

Better than 20/70 better eye to 20/200 - 1 19

Legally Blind (20/200 or less than 20 degree fields) -291

Light Perception only - 47

Totally Blind -67

Further Testing Needed - 14

Tested Results Nonconclusive - 46

Not Tested at Risk- 13

Other or Information Not Given - 30

Cortical Visual Impairment - 159

Hearing Status

15-40 dB loss -63

41-70 dB loss -151

71-90 dB loss -99

91+ dB loss -108

Further Testing Needed - 39

Tested Results Nonconclusive - 64

Not Tested at Risk -96

Information Not Given - 5

Central Auditory Processing Disorder - 57



Interesting Facts from the Year 2000 Annual Registration

ofStudents with Visual Impairments

By Nick Necaise, Coordinator of Federal Quota/Annual Registration, TSBVI Outreach

The Annual Registration of Students who are Visually Impaired is the count of eligible students who are visually

impaired in each school district ofTexas on the first Monday in January. The date for this years Annual Registration

was January 3, 2000. Here are some of the interesting facts we have learned about children with visual impairment in

Texas.

Total number of students registered = 6602

Students listed in 1999 but not 2000 = 930

New students added in 2000 registration =1115

Braille readers=356

Large print readers= 1207

Regular print readers= 1392

Auditory readers= 42

1

Non readers= 2235

Number of infants= 600

Number of preschoolers= 795

Number of kindergartners= 34

1

Number of Legally blind students= 4457

Number of districts with only 1 VI student= 202

Number of districts with 1+ VI students= 703

Number of districts 3 or less VI students= 394

• Most VI students in a region - 1 372 in Region 4

(Houston area)

.

• Least number of VI students in region - 76 in

Region 9 (Wichita Falls area).

• Braille reading student at the Texas School for

the Blind and Visually Impaired - 53.

• Number of students whose primary handicap-

ping condition is VI= 3883. The first handicap-

ping condition listed is VI. These students may

ormay not have additional handicapping condi-

tions listed

• Number of students whose secondary handicap-

ping condition is VI= 1514. The primary handi-

capping condition listed is other than VI.

• Number of students whose third handicapping

condition is VI= 1002. The first two handicap-

ping conditions listed are other than VI.

• Number of students who are VI only= 2329.

No other handicapping conditions are listed.

• Number of students with 2 or more handicap-

ping conditions= 4273.

Moebius Syndrome: A Life Without Smiles

Reprinted with permission from the Moebius Foundation

<http://www.ciaccess.com/moebius/front.htm>

Moebius Syndrome is a rare disorder characterized by lifetime facial paralysis. People with Moebius Syndrome

can' t smile or frown, and they often can' t blink or move their eyes from side to side. In some instances, the syndrome

is also associated with physical problems in other parts of the body.

The Moebius Syndrome Foundation is a nonprofit organization started by parents and people with Moebius Syn-

drome. We've come together to do what we can to fight back - by spreading the word among the medical and lay

communities and by supporting research into the causes, treatments, and possible cures for Moebius Syndrome.
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Moebius Syndrome is extremely rare. Two important nerves - the sixth and seventh cranial nerves - are not fully

developed, causing eye muscle and facial paralysis. The movements of the face, blinking, lateral eye movements, and

facial expressions are controlled by these nerves. Many of the other 12 cranial nerves may also be affected, including

the 3rd, 5th, 8th, 9th, 1 1th and 12th.

WHATARE THE SYMPTOMS?

The most apparent symptoms are related to facial expressions and function. In newborn infants, the first sign is an

impaired ability to suck. Excessive drooling and crossed eyes may be present In addition, there can be deformities of

the tongue andjaw, and even ofsome limbs, including club foot and missing or webbed fingers. Most children have low

muscle tone, particularly of the upper body.
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Symptoms may include:

• Lack of facial expression; inability to smile

• Feeding, swallowing and choking problems

(sometimes tubes are necessary to thrive; be very

careful with solid foods)

• Keeping head back to swallow

• Eye sensitivity due to inability to squint (sun-

glasses and hats are very helpful)

• Motor delays due to upper body weakness

• Absence of lateral eye movement

• Absence of blinking

• Strabismus (crossed eyes, correctable with

surgery)

Drooling

High palate

Short or deformed tongue

Limited movement of tongue

Submucous cleft palate

Teeth problems

Hearing problems (due to fluid in ears, tubes are

sometimes necessary)

Speech difficulties (especially with closed mouth

sounds and sounds involving the lips)

Minor mid-line anomalies

Although they crawl and walk later, most Moebius Syndrome children eventually catch up. Speech problems often

respond to therapy, but may persist due to impaired mobility of the tongue and lips. As children get older, the lack of

facial expression and an inability to smile become the dominant visible symptoms. Moebius Syndrome is sometimes

accompanied by Pierre Robin Syndrome and Poland's Anomaly.

HOW DOES IT OCCUR?

Children are born with it. Although it appears to be genetic, its precise cause remains unknown and the medical

literature presents conflicting theories. It affects boys and girls equally, and there appears to be, in some cases, an

increased risk of transmitting the disorder from an affected parent to a child. Although no prenatal test for Moebius

Syndrome is currently available, individuals may benefit from genetic counseling.

HOW IS IT TREATED?

Infants sometimes require special bottles (i.e. Haberman Feeder) or feeding tubes to maintain sufficient nutrition.

Strabismus (crossed eyes) is usually correctable with surgery. Children with Moebius Syndrome can also benefit from

physical and speech therapy to improve their gross motor skills and coordination, and to gain better control over

speaking and eating.

Limb andjaw deformities may often be improved through surgery. In addition, plastic reconstructive surgery ofthe

face can offer benefits in individual cases. In some cases, nerve and muscle transfers to the corners of the mouth have

been performed to provide an ability to smile. _
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HOWCAN I HELP?

One of the most frustrating aspects ofcoping with Moebius Syndrome is the surprising lack of awareness among

physicians and nurses. It occurs so infrequently that many children go undiagnosed for months and sometimes years

afterbirth. Parents and those affected spend a lot of time and emotional energy explaining and re-explaining this rare

condition.

The rarity of Moebius Syndrome becomes, in effect, an additional complication of the disorder. Because so few

members of the professional and lay public have even heard ofMoebius Syndrome, medical and social support, as well

as reimbursement from insurance companies are severely limited. This lack ofsupport services puts additional burdens

on individuals and their families in their attempts to cope with Moebius Syndrome. Lack ofawareness also plays a role

in limiting research into potential treatments and cures for Moebius Syndrome.

THEHABERMAN FEEDER

In some cases of severe feeding problems, such as those caused by Pierre Robin Syndrome or Moebius Syn-

drome, the Haberman Feeder offers an alternative to enlarged and/or extra holes in the nipple and nasogastric tubes.

Invented by the mother of a little girl with Pierre Robin Syndrome, the nipple rewards even the slightest effort from

the baby's tongue or gums. If the baby cannot nurse at all, one can squeeze and release a limited volume ofmilk from

the reservoir into the baby's mouth.

To order the Haberman Feeder call (800)435-8316, or fax (815) 363-1246.

DESCRIPTION OF THE 12 CRANIAL NERVES

Moebius syndrome impacts the 6th and 7th cranial nerves - they are not fully developed, causing eye muscle and

facial paralysis. The movements of the face, blinking, lateral eye movements, and facial expressions are controlled by

these nerves. Many of the other 12 cranial nerves may also be affected, including the 3rd, 5th, 8th, 9th, 1 1th and 12th.

1st = Olfactory nerve - relays smell

2nd = Optic nerve - transmits visual information

3rd = Oculomotor nerve - supplies external muscles of the eyeball with motor and sensory fibers

4th = Trochlear nerve - also supplies external muscles of the eyeball with motor and sensory fibers

5th = Trigeminal nerve - supplies muscles concerned with chewing and relays sensationsfrom theface

6th = Abducent nerve - concerned with lateral eye movement and blinking

7th = Facial nerve - controls the muscles offacial expression, serves the taste buds on the front

two-thirds of the tongue, and sensation to the skin of the fingers and toes

8th = Auditory nerve - concerned with hearing and balance

9th = Glossopharyngeal nerve - carries sensation and taste from the back of the tongue and

throat; helps control swallowing

10th = Vagus nerve - carries both sensory and motorconnections to many organs in the chest and abdomen

11th = Accessory nerve - supplies two neck muscles, the sternomastoid and the trapezius

12th = Hypoglossal nerve - supplies the muscles ofthe tongue and some of the small muscles of the neck
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RESOURCES

The Moebius Syndrome Foundation

P.O. Box 993

Larchmont, NY 10538

or call (914) 834-6008

Minnesota Moebius Syndrome

Support Network

<moebius 1@worldneLatt.net>

<http://home.att.net/~moebius 1/

index.htm>

Moebius Warriors International

Moebiusl.org

PO BOX 169

Neshkoro, WI 54960

<http://www.moebius 1 .org/>
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Materials in Spanish for Families ofand Interventionists

Serving Young ChildrenWho are Blind, Visually Impaired, and Deafblind

Reprinted with permission from SKI*HI INSTITUTE,

Working Together with Families and Children for a Brighter Future, September 1999

DB-LINK has a list of resources (articles, booklets, videos) in Spanish available for checkout Call (800) 438-

9376 to request the list. The following papers can also be accessed on the DB-LINK website over the Internet in

Spanish, <www.trwou.edu/dblink>, or write them for a copy.

Communication Interactions: It Takes Two

Early Interactions With ChildrenWho Are Deafblind

Expressive Communication: How Children Send

Their Messages to You

Overview ofDeafblindness

Psychological Evaluation ofChildren Who Are

Deafblind

Receptive Communication: How Children Under-

stand Your Messages to Them

Talking the Language of the Hand to the Hand

There are a couple of newsletters available in Spanish. First is See/HearNews (formerly PS. News), published by

Texas School for the Blind. This monthly newsletter contains articles for families and professionals on issues related to

deafblindness and blindness with children from infancy to young adulthood. Many of the articles are available in

Spanish on their website: <www.tsbvi.edu>. The second newsletter is Resources, published by California Deafblind

Services. This quarterly newsletter has articles for families and professionals on issues related to deafblindness in

children and youth. Their website is: <www.sfsu.edu/~cadbs>. Many fact sheets (24) are also available from this

agency on a variety of topics such as communication, light sensitivity, touch, CVI, otitis media, etc.

Vision Associates sells the two Tana Hoban baby board books, Black on White (Negro en Blanco) and White on

Black (Blanco en Negro). They have several titles of children's books available in Spanish which could be incorpo-

rated in a story bag or box with tactile objects connected with the story to use with children who are blind. Some of

these titles are: Margaret and Margarita, The Doorbell Rang, Lizard's Song, Ten/Nine/Eight, Chairfor My
Mother, Jump Frog Jump, and Something Specialfor Me. They can be contacted at (407) 352-1200.

The Blind Children's Center in Los Angles has several parent booklets available in Spanish. These include: Talk to

Me I and //, Let's Eat, Move with Me, and Selecting a Program. Check out their website:

<www.blindchildrenscenter.org> or call them at (800) 222-3566.

The following booklets and videos are also available in Spanish:

1

.

Video: Building Blocks on center-based preschool programming and the Parent Early Childhood

Education Series are both available from American Foundation for the Blind, (800) 232-3044.

2. Videos: Functional Vision Learning to Look and Learning to See both on vision programming. The

Helping Your ChildLearn Series which provide information on teaching mealtime skills, dressing, choice-
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making, adaptations, and dealing with challenging behaviors. Contact BVD Promo Services for information:

(800) 438-9832.

3. Video: WhatAre You Trying To TellMe ?, a video on early communication with children who are

sensory impaired with additional disabilities, is available from the infant program of the Foundation for Junior

Blind in Los Angeles, CA, (800) 352-2290.

4. Video and Book: The booklet on early orientation and mobility skills, Pathways to Independence, and

video on adaptations in the preschool setting for preschoolers with vision loss, A Special Start, are

available from the Lighthouse in New York City. Contact them at (800) 829-0500 or check out their

website: <www.lighthouse.org>.

5. Video and Book: Deborah Chen's new project PLAI materials (video and print) on developing

communication skills with infants who are deafblind and multidisabled will soon be available in Spanish from

Paul H. Brookes, publisher.

6. Manual: The HELP atHome Activity Guide and HELP checklist are both now available in Spanish

from VORT Corp. Contact them at (650) 322-8282.

7. The Oregon Project Checklist is available in Spanish from Jackson ESD, 101 North Grape Street,

Medford, OR 97501, (541) 776-8580 or (541) 779-2018 (fax).

DBMAT andNFADB Update
By Patricia McCallum, Secretary ofNFADB, Seagoville, TX

Summertime forTexans often means mowing the lawn more often, taking a well deserved family vacation, creating

activities to keep our children busily happy, and relaxing in 70 degree air-conditioned environments. Summertime for

the Members and Board of the Deaf-Blind Multihandicapped Association (DBMAT) means getting ready for our

annual fall family conference

!

Our Membership is gathering good used or new items from their other family members, their neighbors, co-work-

ers, and local merchants to bring or send to our annual auction activities that are held during the conference. While they

are doing that, the Board is working closely with our Conference Committee to plan all the particulars necessary to

accomplish a successful fun-filled learning weekend for the families and professionals who will be in attendance.

The theme of our 28th Annual Family Conference is "Stepping Stones." It will be held over the weekend of

October 13-15, 2000 at Camp John Marc located near Meridian, Texas. DBMAT serves families of persons

(children and adults) who are deafblind multihandicapped, deaf multihandicapped or blind multihandicapped and the

professionals who work with them. Pre-registration is required. Registration and Child Vital Statistic Forms will be in

our August Edition of our newsletter In Touch. For more information aboutDBMAT and our conference, call (972)

287-1904, e-mail <DBMATorg@aol.com>, or visit our website at <DBMAT.org>.

I also bring greetings from the National Family Association for Deaf-Blind (NFADB). NFADB is a non-profit,

volunteer-based membership organization that is national in scope and advocates for all persons who are deafblind of

any age and cognitive ability. NFADB 's philosophy is that individuals who are deafblind are valued members of

society and are entitled to the same opportunities and choices as other members of the community. NFADB is the

largest national network offamilies focusing on issues surrounding deafblindness. We have eleven Regional Directors

who serve as liaisons providing information, referral, and resources to families and professionals in their multi-state

area. We work in collaboration with national projects such as DB-LINK, the National Technical Assistance Consor-

tium (NTAC), the National Coalition on Deaf-Blindness and the American Association of the Deaf-Blind (AADB).
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NFADB publishes a tri-annual informative newsletter titled News Frvm Advocatesfor Deaf-Blind.

For more information contact Debbie Ethridge (Arkansas), Region 6 Director, at (501) '27 1-8632 or Pat

McCallum (Texas), Secretary, at (972) 287-1904 ore-mail <Pajomac@ aol.com>. We invite you to visit our website

<NFADB.org>.

United, We Stand

Terry Murphy, Executive Director, Texas Commission for the Blind

Fve watched with interest over the years how words come in and out ofvogue in the human services field. Some

changes are easy to applaud, especially when the people most affected by the words seek and win the changes

themselves. Because of the hard work by individuals and groups of Americans with varying disabilities, the term

"handicapped" has given way to "disabled," and finally to "people with disabilities" in the Rehabilitation Act and other

legislation during the last decade.

The latest target for change in this arena, however, does not have my support because the dissenting opinions ofthe

individuals most affected by the proposal—people who are blind—have been ignored. The target I'm talking about is

the goal by a few people and organizations to eliminate the word blind from the vocabulary of state legislatures and the

U. S. Congress by calling for an end to its separate identity in laws and programs. Advocates for its elimination proffer

their opinion that "people with disabilities" sufficiently says it all during human service funding and service debates.

Recognition of the special needs ofpeople who are blind is superfluous to the process.

Organizations ofand for the blind have worked hard to educate legislators over the years to the unique barriers to

employment and independent living posed by blindness because "existing services forpeople with disabilities" were not

being made accessible to people who were blind. One important result of these education efforts is reflected in Title

VII ofthe Rehabilitation Act Entitled "Independent Living Services for Older Individuals Who are Blind," Chapter 2

provides funds to states to provide independent living skills to older individuals who are blind forwhom significant

visual impairment makes competitive employmentextremely difficult to attain but forwhom independent living goals are

feasible. These funds, meager as they are, were celebrated across the nation and are used in Texas to prevent

individuals from prematurely being relegated to nursing homes or caretakers when advancing age results in a loss of

vision. With specialized training in adjusting to blindness, the majority ofthese individuals can remain in theirhomes and

continue to be self-sufficient.

The Texas Commission for the Blind hosted a meeting a few months ago to talk about the future of vocational

rehabilitation and independent living services, not only in Texas, but also across the country. In the room, the combined

experience in the field of blindness numbered well into the hundreds of years. My colleagues and I shared our

experiences, reflecting on the latest Texas legislative session when the specialized services provided by the Commis-

sion were being reviewed by the Sunset staff. The Commission entered the Sunset process confident in its record and

proud that Texas chose the right path long ago when it created an agency with the sole purpose of building an effective

system ofservices for individuals who were blind, including children and teenagers, which is rare in other states.

It was inconceivable to most of us that anyone would want to dismantle one ofthe best agencies for the blind in the

country. Other states had gone that path only to be met with diminishing returns on their investment in services. Unfor-

tunately we were wrong. It soon became evident during the legislative session that individuals and groups calling for an

end to separately funded programs for people who are blind in Washington are also active in Texas. Their supporters

were primarily advocating for serving people with all types of disabilities out of one Texas agency without having a
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separate budget for serving people who are blind. One advocate for change said that it is not necessarily accurate that

individuals who are blind need that exact allocation ofmoney, adding that agencies will always find a way to spend what

they are given. The alternative ofcombining all human services programs into one elephantine agency with one budget

also received some support.

Those of us who have chosen to work in the field of blindness as long as I have are so convinced that the elimination

ofdistinct, separate services and funding would be detrimental that we have renewed our commitment to stay active in

the coming months and years in educating the public, legislators, and congressmen about blindness and its unique

effects on a person's ability to live and work. I simply do not believe that specialized services for persons who are blind

of the same or better quality will be available in any service system where they are the small minority voice among

persons with disabilities. It takes someone specially trained in the effects of blindness to be an effective service

provider, and my 28 years in the field have only solidified my resolve to fight for the right ofTexans struggling for equal

acceptance into the world of employment to have dedicated resources for appropriate training and qualified state

personnel with which to partner. The old saying, "United, we stand; divided, we fall" has taken on a very personal

meaning to me on this particular issue, because cooperation between consumers and organizations of and for people

who are blind over these next few years is extremely important

I'm often asked by parents ofchildren who are blind, "How can I keep up with what's happening? How can I

make sure that people trained in the complications ofblindness continue to be available formy child now and when he's

trying to go into the workforce?" As an individual, you can be extremely effective by sharing what you know to be facts

about blindness with yourcommunity and state leaders. You can join one ofthe consumer groups or parent groups that

brings together people with the same needs and quest forknowledge about state and national activities that may have

an effect—good or bad—on services for people who are blind. Stay involved even when things appear to be going

well. Apathy can kill an endangered program just as effectively as the lobbyists already at work.

Congressional activities are already in motion in preparation for the reauthorization of the Rehabilitation Act in

2003. At this time, the Act is still a separate entity within the broader Workforce Investment Act Vocational rehabili-

tation programs are only "linked" to local workforce programs—a "cooperative" arrangement This federal change in

1997 is somewhat similar to state changes in 1999 when the Texas Commission for the Blind kept its separate identity

but now operates under the broad authority of the Health and Human Services Commissioner.

Two forces are alive and well at the national level: A force that continues to want work done by rehabilitation

agencies merged or transferred into local workforce programs, and a force that wants to eliminate the states' authority

to have separate rehabilitation programs for people who are blind. Either action will potentially eliminate the word

"blind" from employment and independent living programs.

Programs for people who are blind were born in an era when leaders recognized that blindness was taking a toll on

independence and employment that only specialized services could alleviate. Blindness still takes its toll. However, we

have risen from that small beginning where the vast majority of blind people were expected to work in sheltered

environments to today's multifaceted program of services where people can choose to pursue a broad range of careers

that fits their interests and capabilities.

The people who know best the struggles of finding their rightful place in society are those who are themselves blind.

Organizations composed of blind people have fought a valiant fight to have specialized services and will continue to do

so as long as service providers listen to them and adjust to identified needs. Organizations composed of parents of

blind children, including parents whose children have other disabilities in combination with blindness, have fought a

valiant fight to have brighter futures for their children. Many years ago, the Commission was sometimes the object of

these fights, but we began to better listen and respond. My personal goal for the past ten years has been to create an

atmosphere wherein we stand together rather than stand separately.

33

z

<
i—

i

s



c

If you are blind, if you have a loved one who is blind, or ifyou merely believe that blindness should not keep

someone from participating in society to the highest extent possible, then I invite you to stand with us as we continue our

efforts to educate others about the need for specialized services.

Information about Possible Changes

in Texas Teacher Certification Requirements

Compiled by the Alliance of and for Visually Impaired Texans (AVIT)

BACKGROUND

In 1995, the Texas Legislature transferred from the Texas Education Agency (TEA) to the newly created State

Board ofEducator Certification (SBEC) all responsibilities related to establishing the requirements for teacher certifi-

cation ofTexas public school teachers. SBEC is currently reevaluating and changing the requirements for a number of

Texas teaching certifications.

TEACHER CERTIFICATIONS FORTEACHERS IN REGULAR EDUCATION

At this point, SBEC has approved three levels of teacher certification for regular educators:

• Early childhood to grade 4 which includes foundation subjects and enrichment areas such as art, PE, and

music,

• Grade 5-8 which includes the foundation areas only, and

• Grade 8-12 certification. (A parallel bilingual certificate structure has also been proposed.)

SBEC PROPOSALS RELATED TO STUDENTS WITH VISUAL IMPAIRMENTS

SBEC has made the following three proposals related to certification requirements for teachers of students with

visual impairments:

Certification Requirements for Teachers of Students with Visual Impairments

Endorsement Currently Required.

Currently, teachers ofstudents with visual impairments must have a teaching certificate plus an endorsement related

to teaching these students. To obtain the endorsement, a teacher must pass coursework related to Braille, adaptations

for low vision, anatomy, methods for teaching students with visual and multiple disabilities, and other specialized

training in the areas unique to students with visual impairments,

Recommendation Will Eliminate Requirementfor VI Endorsement.

In the fall, SBEC will recommend eliminating the endorsement for teachers of students with visual impairments thus

eliminating the current requirement for these teachers to pass coursework related to Braille, adaptations for low vision,

anatomy, methods for teaching students with visual and multiple disabilities, and other specialized training in the areas

unique to students with visual impairments. SBEC will recommend one certificate for all teachers of students in special

education, including students with visual impairments, and, as stated above, will not recommend an endorsement for

teachers of students with visual impairments or any other special population.

Special Education Certificates and Undergraduate Education

To support the new teaching certificates for regular educators, SBEC has increased requirements for each certifica-
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tion. For example, additional emphasis will be placed on reading for all three types of certifications. As a result of the

increased coursework required for regular certification, including special education training as part of required under-

graduate preparation might no longer be feasible. Special education training may be taken at the graduate level only. In

Texas, we currently have one university offering an undergraduate program that includes specific training in the field of

visual impairments—Stephen F Austin in Nacogdoches—and another is being proposed by Texas Tech University in

Lubbock.

Changes in Requirements for Obtaining Emergency Certification

An emergency certificate is a teaching certificate that allows a teacher to teach in a particular area while the teacher

completes particular requirements for a standard teaching certificate.

Initially, SBEC proposed eliminating the specialized emergency certification and replacing it with a 3-year certificate

that would allow a teacher to teach in all teaching fields. The proposed requirements for the emergency certification

included 1 ) a college degree ofany type; and 2) the lack of a criminal history. Under this proposal, each school district

would be required to develop training to support all emergency-certified teachers.

A newerproposal recommends:

• A Transitional Certification that includes 1 ) a special emergency certificate for special education and bilingual

education; and 2) a requirement that the candidate must show progress toward certification; and

• A Transitional Certification for teaching students with visual impairments. The candidate for the certificate

would be required to complete 6 semester hours related to teaching students with visual impairments and

Braille competency but would not be required to possess a teaching certificate or have the support of a

certified teacher of students with visual impairments as a teacher-mentor.

Providing Input to the State Board ofEducator Certification

Organizations and persons, including parents ofchildren with visual impairments, may provide SBEC with informa-

tion about teacher certifications in the following ways:

1. SBEC Website.

Persons and organizations may provide SBEC information about teacher certification requirements through its

website (although the site is not uniformly accessible to blind consumers): <http://www.sbec.state.tx.us>.

2. SBEC Toll Free Number.

SBEC has the following toll free number for requesting and providing information related to teacher certification : 1
-

888-863-5880.

3. SBEC Information Contact.

SBEC employee Lennie Edwards may be contacted by email to request or provide information at the following

email address: <ledwards@mail.sbec.state.tx.us>.

4. Attending SBEC Board Meetings.

SBEC will have meetings on November 3, 2000. Information on the Board's agenda is available at: <http://

www.sbec.state.tx.us/geninfo/board_meet_agenda.htm>.

5. Correspondence by Mail.

Letters may be sent by mail to SBEC board members at the following address: State Board for Educator Certifi-

cation, 1001 Trinity, Austin, Tx 78701 - 2603. Letters may be faxed to the following number: (512) 469-3002.
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SBEC Board Members include:

James D. Harris, Chair

Ed Patton, Vice Chair

Cynthia Tassos Phillips

Mary E. Resendez

Antonio (Tony) Sanchez

Mary Margaret Rucker

Annette T. Griffin, Ph.D.,

Keith Sockwell

Lubbock Carmel Borders Austin

Abilene Arthur Lacy McKinney

Austin James B. Price Cooper

San Antonio Xavier Rodriguez San Antonio

Mission Kenneth R. Craycraft, Ph.D. Huntsville

Nassau Bay Arturo Almendarez, Ph.D. Texas Education Agency

Carrollton William Sanford, Ph.D. Higher Education

Northwest ISD Coordinating Board

Department ofEducation Issues Updated Policy Guidance

on Educating Students Who Are Blind
Reprinted with permission from American Foundation for the Blind

The Department ofEducation, Office of Special Education and Rehabilitative Services has issued "Educating Blind

and Visually Impaired Students; Policy Guidance" updated to reflect changes in the 1997 amendments to the Individu-

als with Disabilities Education Act Below are a few highlights based on the major changes in the law that applies

specifically to students who are blind or visually impaired.

ASSISTIVETECHNOLOGY

• The consideration of assistive technology needs and the full range ofdevices and services that are available

needs to occur as early as possible.

• If the IEP team determines that a child needs to use a school-purchased assistive technology device in the

child's home or in other settings the device must be provided at no cost to the parents.
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BRAILLE

• For a child to become proficient in Braille, systematic and regular instruction from knowledgeable and

appropriately trained personnel is essential.

• IEP teams must ensure that the time allocated for Braille instruction is adequate to provide an appropriate

level ofinstruction.

• An appropriate level of instruction must also be provided for children with low vision who utilize low vision aids.

• While Braille may be the reading medium of some students, the IEP team must consider methods for

teaching writing and composition, including the appropriate use of assistive technology.

• As a supplement to Braille instruction, the IEP team must also consider what other skills a child might need

to access information including the use of cassette recordings, personal computers with speech output or a

Braille display, optical scanners with speech output, and reader services.

EDUCATION WITH NON-DISABLED PEERS

• The parents of the child must be members ofany group that makes placement decisions.

• Placement decisions must be based on a child's IEP; making placement decisions before development of the

IEP violate Part B of IDEA.

• The placement team must consider the full range of settings available appropriate in making placement

determinations. 35



• Public agencies must make available a continuum of alternative placements or a range of placement options,

to meet the needs of students for whom the regular classroom may not be the LRE placement.

O&M

• The Department recognizes the importance ofO&M in participating in school and in an individuals eventual

access to employment opportunities.

• Orientation and mobility services should be provided as early as possible in a child's education and updated

and supplemented periodically as needed.

• Travel training should be considered for blind and visually impaired children, especially those with other

disabilities, e.g., significant cognitive disabilities.

The full text of the policy guidance document can be found at <http://www.afb.org/grg/policy_2000.html > or

<http://ocfo.ed.gov/Fedreg/other/q200/060800a.txt>.

Kate's Corner - continued from page 1

One of the big changes has us dropping breadcrumbs from Outreach to the new office ofDebra Sewell, Education

Specialist with VI Outreach. After seven years in Outreach she is moving her office to the Curriculum Department.

We won't say goodbye because we refuse to let her go. Debra is replacing the fabulous Nancy Levack, Curriculum

Director, who is leaving for Utopia (Texas that is). Also departing Curriculum this year is Brigitte Starkey who will

devote her full energies to herown company. We appreciate all the fine work they have done in developing educational

materials for the families and professionals involved with visually impaired children.

Speaking of those materials, one of the products from our Curriculum Department is the book Teaching Students

with Visual andMultiple Disabilities: A Resource Guide written by Millie Smith (formerly with Outreach) and

Nancy Levack. Millie and Nancy were recently awarded the C. Warren Bledsoe Award atAER International for this

publication. We are very proud of their accomplishment and want to extend our heartiest congratulations.

Another award, the Mary K. Bauman award, was given atAER International this year to our very own Dr. Phil

Hatlen, Superintendent ofTSBVI. It is given to an individual who has made a significant contribution to the education

ofchildren who are blind and visually impaired. How suiting that this award was given to a person such as Phil who, in

the words of Dennis Thurman, is "a teacher in the deepest, noblest sense of that title ... a teacher with only the

betterment ofchildren in mind."

Rita Livingston, Principal ofComprehensive Programs, has made the decision to leave TSB VI. We wish her the

best with her new endeavors. Miles Fain will be taking over as Rita departs. Many of you know Miles as both a

teacher and assistant principal here at TSBVI. Dr. Lauren Newton will continue as Principal of Special Programs. Be

sure to read her article on page 38 that describes some of the exciting new short programs available to students with

visual impairments who are attending school in their local independent school districts. Other changes for the coming

year include a new program structure for the Comprehensive Programs, expanded distance education efforts, and the

continued remodelling oftheTSBVI facility.

Last but not least, we want to welcome Ann Adkins to Outreach. Ann will be taking the Outreach position vacated

by Debra Sewell. Ann has recently been a teacher of the visually impaired in the Eanes ISD, but has a long history as

both a regular and special educator. We know she has much to offer the children of Texas in her new role with

Outreach and look forward to working with her.
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Short Classes for School Year 2000-2001 at TSBVI
By Dr. Lauren Newton, Principal of Special Programs, TSBVI

This article describes the short classes offered atTSBVI during the coming school year. Short classes are three to

five days in length. They provide intensive instruction on a very specific skill related to vision impairment.

At this time, short classes are for students functioning at or near grade level. Referrals should be made through the

local school district, so ifyou see a class that would be good for your child, talk to your VI teacher or special education

director. Your child can participate in one or more programs during the school year. Students in five-day classes

should bring theirhomework with them to complete during our supervised daily study hall.

PROGRAMS OFFERED

1. Disability-specific classes with a pre-determined curriculum

• Independent Living: Food Management& Personal Organization for ages 12-15. Students attend four 3

day weekends:

September 14-17

October 27 - 30

January 12- 15

February 16 - 19

• Technology Week (secondary students) has two separate programs, each one week in length:

• October 15 - 20, 2000 for Braille 'n Speak/Braille Lite

• February 25 - March 2, 2090 1 for JAWS for Internet

• Math Week (secondary students): April 1-6, 2001

2. One-week individualized instruction on specific IEP objectives

Students receive one-on-one intensive instruction in any disability-specific IEP objective(s) jointly selected by the

LEA and TSBVI.

High School Students

October 1 - 6, 2000

or

January 21 -26, 2001

Middle School Students

November 5 - 10, 2000

or

February 4 -9, 2001

Elementary School Students

December 3 -8, 2000

or

March 18-23,2001

HOW A SPECIAL PROGRAM CAN HELP

Provides intensive instructional boost with only a short time away from home

Teaches disability-specific skills that are pre-requisite to success in the regular classroom

Provides individualized instruction to meet specific learning needs ofacademic students

Provides temporary removal ofmultiple demands

Addresses learning gaps caused by instructional overload

Provides opportunity for professional collaboration regarding the individual needs of students
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SHORT TIMEAWAY FROMHOME

Students bring local assignments (homework) to complete during tutored study halls

All students return to local school at end of short program

Participation in special programs is not a change in placement

Students are not counted absent from their local schools

LEAs support transportation costs

A TYPICALDAY

During the school day, students focus on class content related to their IEP objectives. After school, they participate

in Independent Living and Recreation/Leisure activities with other visually impaired students in TSBVTs carefully

supervised residential setting. Tutored Study Halls are provided for week-long classes, during both the school and

residential shifts, for students to work on assignments they bring with them from their local classes. Study Hall helps

them keep up with classwork missed while at TSBVI. Secondary students attending the special classes also partici-

pate in a Teen Life class facilitated by a social worker, designed to let students share experiences with one another.

ABOUT SHORTPROGRAMS

There is growing national recognition that present educational models for serving visually impaired students may be

incomplete. In particular, many students can succeed in their local schools ifthey receive a short, intensive instructional

boost in certain disability-specific areas. These students do not need long-term services in a special classroom or

school. But they can need intensive support during critical periods, which may be difficult to provide in the local school

because of competing needs and limited resources. Residential schools for the visually impaired have the

multidisciplinary expertise in the area of vision services to provide short, intensive classes for these students. The

rationale for these programs is that a short time away from the classroom at present will result in improved overall

learning in the long run, because the students will be better able to benefit from future instruction.

During the 1999-2000 school year, TSBVI began offering a new kind of service delivery model: short-term pro-

grams. Classes were provided for academic-level students in the areas of Independent Living Skills and Technology,

both fully attended and highly successful. This yearwe will expand our offerings significantly, with many short classes

being offered throughout the school year. We will continue to offer the special classes.

HOWTO REGISTER
Registration for short classes begins by contacting aTSBVI Special Programs' staffmember (see contacts below).

At that time, we will talk together about the student and the program. If there is a mutual decision to continue the

process, formal registration procedures will be described and initiated. Students must apply for any short class no later

than 8 weeks before the program begins. In order to provide good ratios class sizes are limited. Eligible students will

be admitted in the order in which they apply.

MORE INFORMATION

Ifyou work with a student who may benefit from any ofthese programs, or ifyou would like to share or receive

additional information, please contact:

Dr. Lauren Newton, Principal of Special Programs

(512)206-9119

email: <LaurenNewton@tsbvi.edu>

Jeri Cleveland, Lead Teacher for Special Programs

(512)206-9346

email: <JeriCleveland@tsbvi.edu>
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CLASSIFIED
Mail or e-mail your new classifieds to Jim Durkel at:

TSBVI Outreach, 1 100 West 45th St., Austin, TX 78756, orjimdurkel@tsbvi.edu.

An up-to-date Statewide Staff Development Calendar is posted on TSBVFs website at <www.tsbvi.edu>.
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Future Horizons

A weekend workshop for families

of children with

visual impairments (6-9 years old)

September 22-24, 2000

Galveston, Texas

For further information contact

Jeannie Mojica-LaCrosse

(512)206-9268

The Deaf-Blind Multihandicapped

Association of Texas (DBMAT)
presents the

28th Annual Family Conference

'Stepping Stones''« ,>?

October 13 -15, 2000

at Camp John Marc

located near Meridian, Texas

This conference is for families

of persons who are

deafblind multihandicapped,

deaf multihandicapped or

blind multihandicapped and

the professionals who work with them.

Pre-registration is required. Registration and Child Vi-

tal Statistic Forms. Formore information aboutDBMAT
and our conference, call (972) 287-1904, e-mail

<DBMATorg@aol.com>, or visit our website at

<DBMAT.org>.

Make your plans now to attend the

2001 Texas Symposium

on Deafblindness

at the Radisson Hotel Central Dallas

February 15 - 17, 2001

This conference will offer a variety of state and national

speakers focusing on various issues in the field of

deafblindness.

Registration flyers will be sent to SEE/HEAR recipi-

ents in the Fall of 2000. For more information or to

add names to the mailing list contact Beth Rees at (5 1 2)

206-9103.

INSITE: A Home-Based Model

for Infants, Toddlers, and

Preschoolers Who Are

Sensory Impaired

With Other Disabilities

This six-day training is for professionals who work

with these children and their families. If you are

interested in attending this training or bringing this

training to your area, please contact Gigi Newton at

(512) 206-9272 or email her at

<GigiNewton@ tsbvi.edu>.

Trainings have already been schedule in these locations:

San Angelo, Texas

Part I

September 25-27, 2000

Part II

October 23-25, 2000

Contact: Debbie Louder

at (915) 658-6571

Houston, Texas

Part I

November 8- 10, 2000

Part II

Jan. 30-31 & Feb. 1,2001

Contact: Jake Peno

at (7 13) 744-6378
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Second Annual Sports

Extravaganza for Blind

and Visually Impaired Students

October 13 & 14, 2000

Nimitz High School, Irving, TX

Students who are visually impaired and blind ages

birth-22 years old will have the opportunity to

participate in a variety of adapted sports activities

including baby and parent obstacle course, wheelchair

obstacle course, goal and beep ball, archery, shot putt,

25- 100 meter dashes, long jumps, and softball throw.

Parents, PE teachers, and adapted PE teachers are

encouraged to attend with their student(s).

For more information contact: Kitra Hill Gray (972)

348-1580 or Randy Foederer (972) 348-1570.

Putting the Pieces Together for

Students with Severe Disabilities

Effective Teaching Strategies for

Children with Severe Disabilities

This training will focus on effective teaching stragegies

which meet the needs ofpeople who work with studetns

with severe and profound disabilities and will provide a

frameworkfor implementing innovative programs. The

participants will develop an action plan to facilitate the

steps needed to masimize the potential for children with

severe disabilities. Target Audiences: Teams of school

personnel and the family.

Training Locations and Dates:

September 26-27, 2000 November 15-16, 2000

Amarillo: Region 16 ESC Huntsville: Region 6 ESC
Contact: Stormetta Stateler Contact: Nodya Thornton

(806) 376-5521 (409) 435-2195

October 17-18,2000

Midland: Region 18 ESC
Contact: Lu Cleere

(912)563-2380

December 5-6, 2000

Edinburg: Region 1 ESC
Contact: Peter Graves

(956)984-6165

For more information call the Low Incidence Disability

Project at ESC Region 3 - (361) 573-0731 or email

<sdavis@esc3.net> or <mscott@esc3.net>

REGIONALWORKSHOPS

September 22, 2000

Setting Curricular Priorities for Students with

Visual Impairments

Location: RegionX ESC, Richardson, TX
Presenters: Amanda Hall Lueck from San Francisco

State University

Contact: Kitra Hill Gray (972) 348-1580

December 14-16,2000

The Arc of Texas and Region 20 ESC Present

The 8th Annual Inclusion Works!

Conference: Diversity Shines

Location: San Antonio, TX
Contact: (800) 252-9729 or <www.thearcoftexas.org>

January 24, 2001

Gathering Information and Programming

for Students with Visual Impairments

and Profound Disabilities

Location: RegionX ESC, Richardson, TX
Presenters: Jenny Lace and Robbie Blaha, Texas School

for the Blind and Visually Impaired

Contact: Kitra Hill Gray (972) 348-1580

January 25,2001

Meeting the Unique Needs of Students

with Hearing and Visual Impairments

Location: RegionX ESC, Richardson, TX
Presenters: Jenny Lace and Robbie Blaha, Texas School

for the Blind and Visually Impaired

Contact: Kitra Hill Gray (972) 348-1580

March 28, 2001

How Do Adult Rehabilitation Agencies

Assist People with Visual Impairments:

Criss Cole and Lions World Rehabilitation Centers

Location: RegionX ESC, Richardson, TX
Contact: Kitra Hill Gray (972) 348-1580

Spanish-Speaking Parents of

Children with Visual Impairments

TSBVI Outreach has a Spanish-Speaking Parent

Network for parents of children with visual impairments.

Ifyou want to join this network, get the name of another

Spanish-speaking parent you can contact for support and

information, or want articles and information in Spanish,

please contact Jean Robinson at (512) 206-9418 or

email <JeanRobinson@tsbvi.edu>.
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Kate's Corner

It's ironic how events occur. For the past several weeks I have been busy revising materials for the "Through Your

Child's Eyes" workshop. This workshop was developed about ten years ago by Dr. Dixie Mercer and Sue Currey,

who at that time worked with VI Outreach. It has been a gift to many Texas families in the early part oftheirjourneys

toward understanding their child's disability. I had the priviledge ofworking with Dixie, Sue, and Sue's husband, Jim

Currey, when the focus ofthe workshop was expanded to include families ofchildren with deafblindness. Although

others ofthe Outreach team got involved in different aspects ofthe workshop when Dixie left Outreach and Sue took

a disability retirement, it was always Sue's and Dixie's creation. Sue was very proud of it.

Last week we learned that Sue had passed away. After years ofovercoming illness brought on by diabetes, she

was gone. Sue was one ofthe most courageous people I've ever known, though I doubt she would have described

herselfthat way. She just kept fighting back because she loved her life and her husband. She taught me a lot about

living with a visually impairment, but she taught me more about life. We shared a love ofchildren and a deep respect

for families. She was a friend. I would like to dedicate this edition ofSEE/HEAR to her memory.
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Dreams, Plans and Self-Determination

By Craig Axelrod, Teacher Trainer, TSBVI, Texas Deafblind Outreach,

with Edwin Carter, Teen, Dallas, TX and Rosie Yanez, Mentor, El Paso, TX

A seminar entitled "Self-Determination: Creating a Path to the Future" sponsored by the National Technical Assis-

tance Consortium for Children and Young Adults who are Deaf-Blind (NTAC), took place in Columbus, Ohio on July

29 - August 4, 2000. It was held in conjunction with the 25 th Anniversary Conference ofthe American Association of

the Deaf-Blind (AADB) . The conference was attended by approximately 350 people who are deafblind, as well as

650 interpreters, support service providers (SSPs), conference facilitators, presenters, and interested observers.

At the seminar, a group of2 1 deafblind teens/young adults and young adult mentors from 9 states explored such

questions as: What does self-determination mean to me? How have deafblind adults become self-determined about

their lives? How can I become more self-determined about my own life? What interests, dreams and challenges do I

share with other deafblind teens and young adults? What does it mean to be a mentor?

Several three-person teams participated in the training. Each team included a teen/young adult, mentor and state

deafblind project representative. Edwin Carter (teen/young adult) from Dallas, Rosie Yanez (mentor) from El Paso

and I represented Texas. Teams that were selected agreed to attend the seminar, develop an Action Plan to support

the teen/young adult in becoming more self-determined, then maintain contact for a year and participate in follow-up

activities using e-mail and/or the Internet.

WHAT IS SELF-DETERMINATION?

Brian Abery, from the University ofMinnesota, defined self-determination to the group as "Living the way I want to

live instead ofhow others expect me to live," and "Taking the amount ofcontrol over your life you want, in the areas

you want to control." There are many short term and long term decisions that people make to control their lives. Most

people don't want to be in total control ofevery part oftheir lives, but may want to share control with family, friends,

and others. Letting someone else take control ofcertain things, however, might mean accepting responsibility for other

things. Giving up control may also require compromise. For example, letting someone else cook the meals mightmean

you have to do the dishes or take out the garbage, and you may also have to eat foods that are not your favorites.

Having control over decisions feels good, but may also be scary sometimes because it means accepting responsi-

bility for decisions that might not turn out well. It can be frustrating and depressing, though, for other people to make

all the decisions, even with the best intentions. Everyone needs opportunities to make decisions for themselves, even

ifthat might mean making mistakes.

Craig: What are some things in your life that you want to control?

Edwin: I already have independence in the dorm, and I control management ofmy time. I want to have more

control about traveling in Austin and other places.

Rosie: I want to be assertive and not have to depend on other people. I must stand up for myself. I don't want

to fail in college because ofpoor services. I can't control what services are provided or offered, but I can advocate for

what I think I need. I also want to have better control ofmy temper because my own attitudes will influence how other

people respond to me. I want to be an advocate for other people with Usher Syndrome.

WHAT DO I NEED TO BECOME SELF-DETERMINED?

Maricar Marquez, from Helen Keller National Center (HKNC) inNew York emphasized that, in order to be self-
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determined, it's important to have the necessary skills, knowledge, attitudes/beliefs and supports. Susie Morgan, with

NTAC, noted that skills in areas such as communication, independent living, orientation and mobility, decision making,

self-advocacy and self-regulation are essential. Knowledge of rights and responsibilities, educational options, re-

sources and systems, and society (on a local, national and global scale) are also important. A self-determined person's

attitudes and beliefs are indicated by a positive outlook on life, self-confidence, high self-esteem, a sense ofdetermina-

tion, and internal control. Supports can originate in different places. For example, family members and close friends

might offer emotional support. Communication support might come from support service providers (SSPs), interpret-

ers or interveners. Access to technology and enhanced physical accommodations might provide the necessary educa-

tional support. People who want to become self-determined about something must identify the skills, knowledge,

attitudes/beliefs and supports they already have, and those they need.

Following Maricar's presentation, a panel ofdeafblind adults was introduced. Each adult gave a briefautobiogra-

phy to the group, then individual panel members met with the teams from different states. They talked about the skills,

knowledge, attitudes/beliefs and supports they have and those they are still developing or acquiring.

Craig: What skills, knowledge, attitudes/beliefs or supports do you have to be self-determined? What do you need?

Edwin: I need to learn to stop waiting and do things now.

Rosie: I have the skills to speak up for what I believe in, but I also need to be around other deafblind people who

understand and support me. At AADB people weren't focusing on my Usher Syndrome or my vision and hearing

problems. I could be myself. I need role models who are good self-advocates and mentors. That will also help me
be a good mentor for Edwin.

HOW CAN I PLAN FORTHE FUTURE?

Jerry Petroffand Cindy Ruetsch, from the New Jersey Technical Assistance Project, guided teens in the group

through a step-by-step process that included dreaming about "What I can be," to determine which parts ofthose

dreams are realistic and figure out how to reach them. When dreaming about the future it's important to think big.

Without dreams a person isn't motivated to move ahead and may not know in which direction to move. Visions move

people closer to their dreams, within a time frame offive to ten years. To help clarify a vision someone can say, "In

order to reach my dream, I must/should/can...," then ask, "Is my vision positive? Is my vision possible?" If both

questions can be answered "Yes," the next step is to identify three goals related to the vision. These goals are smaller

pieces ofthe vision that can be accomplished within a year. It's also important to know what people and supports or

resources are necessary or can be helpful in completing those goals. Three "next steps" related to each goal are then

selected to be achieved in one or two months.
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After Jerry and Cindy's explanation ofa step in the planning process, each three-person team met to help its teen

develop that step. By day's end, the teens all had Action Plans ofgoals and specific steps to complete within the

coming year that will help them move toward their individual dreams and visions.

Craig: What is one ofyour dreams and your vision to reach it? What goals and "next steps" will you accomplish

to move closer toward that vision and dream?

Edwin: I want to own my own technical or computer business, but first I'll need to attend a technical college. I

graduate fromTSD (Texas School for the Deaf) next May and plan to start college the following fall. I'm getting Bs in

my high school classes now, and I've already received application information from two colleges.

Rosie: I want to share my experience and be a teacher with deafblind children. I can make a big difference. I'm
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going to college now for my degree. In the next year I want to improve the interpreter program at my community

college for myselfand for other students who are deafblind. I'll need to identify the issues first, and then start looking

for solutions.

WHAT IS A MENTOR?

Mentors are essential members ofthe three-person teams. All ofthe mentors at the seminar participated in addi-

tional training, to learn what being a mentor means and to discuss ways that mentors can help teens/young adults

achieve their dreams.

Mentors draw from theirown experience and share it with others who find themselves in similar situations. Mentors

give empathy, support and understanding. Mentors are trustworthy advisors who do notjudge others as right or

wrong, but remain open to different perspectives and beliefs. Mentors may not be able to solve other people's

problems, but they are good listeners who offer suggestions and ideas. Mentors also help others become good self-

advocates who are knowledgeable about issues and their rights.

Craig: Rosie, what does being a mentor mean to you?

Rosie: I want to be someone Edwin can look up to like a big sister... to answer questions, give advice and help him

feel good about himself. We can help each other.

Craig: How will you help Edwin continue to make progress toward his dreams?

Rosie: Not to bug him, but to keep in touch and become a valuable person in his life.

Craig: Edwin, in what ways is Rosie a good mentor?

Edwin: Her experience will help me a lot as I plan my future. We work as a team.

Rosie: I remember my first experience

with a deafblind adult. A long time ago Kim
Powers came to El Paso. My Mom was driv-

ing Kim to the airport and signing in her hand.

Kim was so happy. I was sitting in the back

seat watching and thought ifshe can be happy,

so can I. You can be happy or sad, but happi-

ness is possible.

COMMUNITIES & CONNECTIONS

While seminar participants attended daily

training sessions about self-determination,

time was also set aside for tours and other

more informal get-togethers. These occa-

sions provided opportunities to become bet-

ter acquainted with each other, as well as to

meet, work, and relax with deafblind adults.

The deafblind adults attending this conference

were impressive role models for living self-

determined lives.
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By the end oftheir week together, teens and mentors had developed and strengthened relationships among them-

selves and realized that they are members ofa larger deafblind community. While planning gets underway for the next

national AADB Conference in 2003, discussion has also begun about creating an affiliated organization ofand for

deafblind teens/young adults. Participants ofthis year's seminar on self-determination may become the nucleus ofa

planning committee for a teen/young adult component at the 2003 Conference.

Craig: What did you enjoy most about the Conference?

Edwin: I met many interesting deafblind adults.

Rosie: I enjoyed meeting other deafblind teens and mentors and sharing experiences with them.

Craig: Will you continue your involvement with other participants from the Seminar?

Edwin: I'm doing a lot in school (homework, football, work, etc.), but I want to stay involved.

Rosie: Yes. I already got e-mail from Andria in Oregon and Theresa in California.

Craig: What can we do to organize deafblind teens/young adults in Texas?

Edwin: Start a support group in Texas for teens and young adults. Join AADB.

Rosie: Keep in touch. Find places where teens can use computers. Get an eCircle going. Raise money every

year for a fun trip together.

As a participant inNTAC's "Self-Determination" Seminar and as a first time attendee ofan AADB Conference, I

was profoundly impressed by the high level ofenergy, commitment, mutual support, optimism and information offered

by everyone there. I strongly encourage deafblind teens and young adults in Texas to meet each other at a local,

regional, and state level. They should also consider becoming involved with a national organization such as AADB.

Editor s note: Ifyou are interested in self-determinationfor deafblind teens andyoung adults, contact Rosie

at roseyanez@hotmail.com, or Edwin at TheBull 1 6@juno.com. Edwin and Rosie will be speaking about self-

determination at the statewide Deafblind Symposium in Dallas, February 16-17, 2001. Markyour calendars.
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Ten Reasons to Introduce Blind Role Models to Families

By Jean Robinson, Family Support Specialist, TSBVI, VI Outreach

During my ten or so years ofworking with families I have found that children cannot effectively make progress in

isolation; they come with parents. Parents can be a teacher's or administrator's best advocate or worst nightmare.

Either way they cannot and should not be ignored. Often I have heard comments about parents like these: "They

always want more." "They are never satisfied." "They always complain." "They don't 'get it." "They don't see the big

picture." Too many times I feel parents are patronized when they express their concerns or ask questions.

Professionals in the small field ofvision impairments are immersed in the world of blindness. They tend to forget

sometimes that parents don't know the basics. Most parents have little, ifany, experience with blindness. Often they

are too scared to think about their child becoming an adult. But these parents are just like us. We all need dreams,

even unrealistic ones, to motivate and challenge us each day. I'm sure I am not the only parent who told her children

5



a

&

they could be rocket scientists. I have also been known to buy a lottery ticket or two, even though the odds ofwinning

are ridiculous. Parents ofa child with a disability become short-circuited when they cannot nurture dreams in theirown

lives, dreams that include the lives oftheir children.

A practical, informative way to help parents build dreams for their child's future is to connect them with blind

mentors or role models. Our last "Future Horizons Family Gathering" gave over seventy parents an opportunity to ask

basic questions about living with a visual impairment. It also helped them to begin to look into the future oftheir child

withjoy and expectation instead offear. The mentors were solicited from Texas Commission for the Blind casework-

ers and counselors, vision teachers, and also from consumer groups (National Federation ofthe Blind Texas, American

Council of the Blind Texas, Texas Federation ofthe Blind). The mentors varied in ages (14 years and older) and

background. Students with visual impairments, along with their siblings, were able to spend individual time with a

variety ofmentors. In some cases, it was the first time they ever meet another person with a visual impairment. That

alone was a powerful experience.

The parents also spent both informal and structured time talking with mentors. Two mentors sat at each offive

tables while the parents rotated to each table to discuss a variety oftopics related to living with blindness and visual

impairments. Topics ofdiscussion included daily living skills, educational experiences, employment issues, social skills,

as well as orientation and mobility skills and transportation issues. The mentors were asked to share their experiences,

both good and bad. Ofcourse these topics overlapped some, but they gave a focus and starting place to the discus-

sions. Parents spent fifteen minutes at each table learning how an individual lives his or her life with blindness or visual

impairments. Although the group was too largeto share a lot ofinformation in such a limited time, parents had the

chance to meet all the mentors and hear a variety ofexperiences. The families made an initial connection with mentors

and can keep in touch as they need to in the future. This activity was a great success.

So what are the ten reasons to introduce blind mentors or role models to families? The reasons are evident in the

families' comments:

1

.

"I learned that children should still be children and be treated as normal as possible."

2. "My outlook has become more positive after listening to and speaking with the mentors. I'd previously

thought assisted living would be the only option formy son, and I realize now the only future that is com-

pletely closed to him is the one he doesn't try."

3

.

"I was very much inspired by the mentors and by seeing the success ofother students with visual impairments."

4. "I realized that there really are no limits. It's a matter ofgetting my child the exposure he needs to be able to

have many options."

5. "I enjoyed talking with the teens about social situations and independence. They calmed my fears about

social interaction. I also learned a great deal about the value ofincidental learning."

6. "The best part ofthe weekend was being able to talk to other people who are having similar problems and

find out how they are handling them."

7. "I learned that kids with visual impairments can be successful... college graduates and business owners."

8. "Now I believe my child can be anything she wants, and more."

9. "The best part was meeting other parents and mentors and gaining support and information."

Do these comments surprise you? They are the feelings that most parents want to have about their children with

visual impairments. These parents do "get it" now. They heard real stories from real people living every day with



blindness and visual impairments. The whole weekend was an uplifting experience for everyone. The mentors

enjoyed meeting the families and sharing their stories as much as the families enjoyed listening and questioning.

By the way, I didn't forget the tenth reason.

10. Parent training is included in the law (See IDEA 300.24(b)(7)). Related services not only include things

like orientation and mobility, physical therapy, occupational therapy and the like, but may also include

recreational opportunities and parent training. State special education funds may be used for training of

parents (300.3820)).

Obviously, there are more than ten reasons to introduce families to blind mentors or role models. Many ofyou

could add several more reasons to this list. Those ofyou who have regional family events please spread the word

about the mutual benefits ofinvolving mentors. Enlist a family member to write about their experience and take the

opportunity to brag in this newsletter. These family/mentor events are worth doing. They promote partnerships

between parents, professionals, and blind and visually impaired leaders in the community. They also give students a

chance to understand the need for and to develop and practice lifelong skills that lead to independence.
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Victoria's Eyes

By Rene Gonzalez, Father, Kyle, Texas

On December 17,1997, Victoria Loreen Gonzalez was born at 8:00 a.m. She was a beautiful baby full of life.

During Victoria's first year she had spent a week in the hospital due to a urinary tract infection. She also had regular

well-checks and visits to the doctor for immunization and sick visits. For us it was twelve months ofhappiness and total

delight in our daughter.

When she turned fifteen months old, she had a seizure caused by high fever. Three different baby doctors checked

her. All ofthe doctors agreed that a simple rash had caused her temperature to rise quickly. Each doctor checked her

eyes and other parts ofher body for any abnormalities and assured us there were none.

Time passed and Victoria was having the typical experiences ofa child. We could see her strength and courage as

she attempted to walk. Very soon she was getting into every part ofour home. She played with others, and she enjoyed

the outdoors.

At about 20 months we took Victoria to the doctor for a wellness check. At that time we complained about her

sleeping problems. She had begun to have sleeping problems and would cry. We would try to comfort her and relieve

her distress, but nothing helped. Her pediatrician suggested her problems with sleeping were due to bad dreams or gas.

Not long after that visit I spotted a strange metal-like reflection in her left eye. I asked others in our family ifthey

saw the same cloud. Immediately I felt a need to cover her right eye. She refused to allow the right eye to be covered.

I tried poking her left eye to observe her reaction. Her left eye stayed open as if she did not have any fear ofbeing

touched. Immediately we scheduled an appointment with the doctor.

As we waited in the doctor's office, Victoria played and enjoyed herself. This time the doctor thoroughly checked

her eyes; she turned offthe light and closed the mini-blinds. I told the doctor that an object was only visible when

Victoria's eyes were looking upward. The doctor started the procedure, then immediately rose from her seat and left

the room. We were left alone, and a very cold silence fell around us as we stared into her precious little face.
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The doctor returned with instructions for us to go to an ophthalmologist. It was 5 :45 p.m. on a Friday, and we were

in the south part ofAustin. Dr. Busse, the ophthalmologist we were referred to, had his office on the other side oftown,

about 45 minutes away in the heavy Friday rush-hour traffic. Before we left our pediatrician, we were only able to

gather that she saw a growth in Victoria's eye. We found out later that in her many years ofpractice, she had never

diagnosed a child with this type ofgrowth.

That drive from her office to Dr. Busse's began ajourney ofpain and suffering for both Victoria and us. The day

seemed to go into a kind ofslow motion. We sensed that a deep fissure had been opened in our life. The possibilities

ofwhat the doctor meant by "a growth" ran on a loop in our minds. The worst fear parents can have, that ofsomething

harming their child, was becoming a reality for us.

Once we entered Dr. Busse's office, he immediately dilated Victoria's eyes three times. Victoria was beginning to

show an impatience for all this new testing on her eyes. Suddenly we both noticed a large white globe in Victoria's left

eye and smaller globes in her right eye. Dr. Busse stood up and left the room in haste. He returned with a handout and

a box of tissue. He sat down and gave us the tissue box. He told us Victoria has cancer in both ofher eyes, and we

must work fast to save her.

We were thrown once again into that loop ofemotions, struggling with fear and sadness. At first I held strong trying

to support my wife who at that moment was in total distress. Then I soon joined her in my own fear and sadness.

Victoria was beginning to worry, and she became saddened by our reactions. We held her tight. We were so unsure

what her future would be. We were faced with a huge decision to make and no time to ponder the options.

Dr. Busse gave us the basics. The cancer Victoria had is called retinoblastoma. He told us that this form ofcancer

is very rare, very aggressive, and can be life threatening. He stated that the hospitals in Houston were very experienced

in treating this form ofcancer and that we must decide whether or not to begin treatment immediately. He also gave us

a second option and that was to begin the early test here in Austin. The decision was difficult for us. We had to decide

what was the best treatment for Victoria. We decided to stay in Austin because we had family and friends here while

in Houston we knew no one. Dr. Busse made the arrangements with the children's hospital, and moments later we

were on the road again heading into the unknown.

As we traveled to the hospital with tears rolling down our faces, I felt like stopping the car, getting out, and

screaming. I wanted to shout until everyone could hear, "My beautiful 22-month-old baby has cancer!" I knew,

staring at the other cars as they passed by, that the people inside them had problems and troubles oftheir own. Still I

felt that no child should have to endure such pain and suffering, especially not my beautiful daughter. How could my
young baby girl have such a destructive disease?

Now we entered the hospital, a place that would soon become our second home. We passed by the chapel, and

we also passed by several other cancer patients. The first procedure they did on Victoria required an IV-line to be

inserted into my baby's little veins. Victoria's blood had to be drawn continuously to monitor her red blood cell count.

It took both ofher parents, three nurses and a support board to hold Victoria down. As I held Victoria's head I stared

into her lifeless left eye, and I could see the white growth in there. My tears were now mixing with Victoria's. Her pleas

for help went unanswered, for we knew this was only the beginning.

It was now 1 1 :00 p.m. Friday evening, and Victoria was being prepped for a series ofX-rays. Once again she had

to be held down by a support board underneath a huge X-ray machine. I could not imagine what Victoria felt, but as

she pleaded for help, I knew she was asking why, and what had she done wrong? This procedure lasted an hour and

then we were on another ride, this time to another hospital for an MRI. The MRI was required to make sure the cancer

had not spread to the rest of her body.
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The only break Victoria had was that she was put under because the test required complete stillness. The loud beat

ofthe machine did not help the cold silence. By 3 :00 a.m. we were heading back to the first hospital. It seemed that

the darkness ofthe night was no match to the darkness that had fallen on Victoria and on us.

The next day began at 6:00 a.m. with more blood work and an early visit from Dr. Busse. He gave us some good

news. The cancer was mainly engulfed within the eyeballs. Therefore complete removal ofthe eye would prevent any

growth ofcancer into the brain. Dr. Busse informed us that he was not a specialist in retinoblastoma, but that he had

enlisted the services ofanother Austin doctor, Dr. Harper, who deals with this type ofcancer.. Then Dr. Shore entered,

who specializes in the removal ofeyes and optic nerves, and implants. He was very professional and answered every

question we had about the dangers ofremoving the eye. He doubted it was possible to save her eyesight.

By 8 :00 a.m. both doctors had given us their opinion. Then the geneticist visited and questioned us about our family

history. This information would help determine ifthe disease was genetic orjust an unfortunate twist of fate. The

genetic testing is also required for tracking the disease and to alert us to the possibility ofcancer developing in our other

child or within our families. Conclusive results from this testing would take several months. Before the next doctor

entered, we were completely exhausted, emotionally drained, and hopeless. Our daughter who had only.seen a

fraction ofthe world was now on the edge ofbeing in complete darkness. There is no way I can describe our states of

mind at this moment. We both so desperately felt we needed help.

In a sense the next two doctors could be called miracle workers. Dr. Harper is a retina specialist, and Dr. Lockhart

is an oncologist. Dr. Harper looked in Victoria's eyes and studied them as best he could. He said that the left eye

would have to be removed because it was full oftumor, and Victoria had no vision in that eye. It would be safer to

remove the eye and eliminate the possibility ofmetastasis. Dr. Harper then went on to explain that he could save

Victoria's vision in her right eye. He said it with such confidence that we were at his mercy. Let me tell you, because

ofDr. Harper's confidence, some ofthe sorrow and heartache was lifted from our hearts. (Thank you Dr. Harper.)

Dr. Harper and Dr. Lockhart, armed with their research, told us they believed a nine-week series ofchemotherapy

would help slow the cancer down. That therapy, combined with using a laser and freezing, might let Dr. Harper save

the right eye. They agreed that the left eye had to be removed immediately.

It was now noon and we were back on a roller coaster of emotions, trying to make the best decision for our

daughter. We knew the options. Ifshe kept the left eye there was a stronger possibility the cancer would spread.

Keeping the right eye also added to that risk. Still the whole idea ofplacing Victoria in complete darkness injust two

days was too much to bear. On the other hand losing her altogether was our worst nightmare. After 48 hours without

sleep, our bodies were showing the strain. During the night I entered into the chapel and prayed for the forgiveness of

our sins and also for guidance and strength.

Once they did the eye exam under anesthesia, Dr. Shore and Dr. Harper concluded that the tumor was so big in the

left eye that it had enlarged the eye. That meant that the removal ofthe eye would cause severe pain, and a long healing

process would be necessary before they could begin chemotherapy. That also meant the tumors on the right eye could

continue to grow.

At 5 :00 p.m. Monday evening Dr. Harper called us with a new twist. He had been doing a lot ofresearch about

new aggressive treatments for retinoblastoma and had called doctors all around the world to find out what new

techniques they were using on this type ofcancer. He had found another option for us. We could remove the eye now

and wait for the chemotherapy or start chemotherapy now and removal the eye later. He felt that the best chance for

Victoria was to start chemotherapy immediately and try to keep some of her sight. He went on to explain that

chemotherapy would be the only way to slow the growth ofthe tumors on the right eye and would also shrink the

inflamed tumor on her left eye. By 7:00 p.m. Monday, Victoria's first wave ofchemotherapy began, and by 9:00 a.m.
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Tuesday her first series of laser work had also begun. After a week ofblood draws, X-rays, MRI scans and surgery

to attach a portocatheter to Victoria's chest, we went home.

By the end ofOctober the physical demands ofthe chemotherapy were showing their effects on Victoria. She had

lost a good portion ofher straight light-brown hair. She had also lost five pounds. Two more laser and freezing

treatments had been conducted. Also the first wave ofchemotherapy had ended. She had no appetite, and she was

very weak. Her immune system had caused her to continuously have a cold and a never-ending rash.

Financially we were having a hard time, so we had to remove both children from day care. Luckily,my wife Judith's

parents never left our side. Ifnot for them ourjobs, our faith, and our hope would have been washed away.

November brought in the second wave of chemotherapy and another series of work on Victoria's eyes. By
Thanksgiving her health had weakened more and all ofher hair had fallen out. She now had a slight case ofpneumonia

and a herpes-like rash. Since she was receiving chemotherapy, there was very little antibiotics would do to help. The

day before Thanksgiving the fever broke and the rash had cleared slightly. Victoria was rebounding. Before her last

chemotherapy treatment her blood count had lowered to near the danger point, so she now required a blood transfu-

sion. Her blood count had to improve before the final round ofchemotherapy could be administered. I thank those

people who give blood to help her because the change was immediate.

By the end ofthe chemotherapy treatment she had gained weight and was back to enjoyingjust being a child. The

rash and cold were still present, however, and again she experienced another fever seizure. The lost look in Victoria's

eyes and the lack ofstrength in her body frightened us into believing that she would truly be lost.

Yet eventually she stood up, and then there was no stopping her. She would celebrate her 2-year-old birthday, a

day we thought would never be celebrated. With the help offamily and friends, she once again would feel normal. Her

life could be more than doctors and nurses. Soon she would also experience the ending ofa century and the beginning

ofa new millennium.

The beginning of the year came along with the day we had dreaded. Victoria's left eye would be removed on

January 1 1 , 2000. After four hours of surgery, we waited two more hours for her to open her only remaining eye.

When she awoke she was only troubled by the stitches that held her left eye shut. Otherwise, she went through surgery

with a lot ofcourage. Several weeks later the stitches were removed and the prosthesis was inserted.

Every three weeks from October 1 999 through October 2000, Dr. Harper has been working on Victoria's eye.

Victoria's health is still weak. She often gets colds and rashes, but she plays like any other child. By October 2, 2000,

after a year oflows and highs, ourjourney has led us to a straightway. The three tumors on her eye are in remission and

are no longer growing. Although this does not end her torture, it does give strong support to her future.

This story I have written began with strong and powerful emotions. It has been very hard for me to write about it,

recalling all the things we have been through. It took me several days just to get down what happened that first day

when she was diagnosed. As tears ran down my face and on to the page, it seemed that first day was happening again.

For you see, we lost our first child six years prior to Victoria's diagnosis. It took us three years before we could think

about having another child. Like a miracle, our first child was born six years into our marriage and we named him Elijah

Jacob. When Victoria was born our family was complete. But when Victoria's cancer was diagnosed, all the old

emotions ofour first lost child returned. The only difference was that with Victoriawe had a chance to fight for her life.

Luckily for us, Victoria's will and courage would not let her give in to this destructive disease.

The final thing I can say is that Victoria's loss was our gain. She lost her eye, but she gained love, hope, and faith

from strangers, friends, doctors, and nurses.
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Both my wife and I would like to encourage doctors in Texas to regularly use special screening procedures to help

detect the presence ofeye conditions such as retinoblastoma in infants and toddlers. In California there is currently

legislation being considered that would change eye-screening protocols for children under the age oftwo. One ofthe

main components ofthe new protocol is to dilate the eye for early examination, a very inexpensive procedure.

Retinoblastoma is a childhood cancer and accounts for approximately 13% of all cancers in infants. Most children

are diagnosed before two and one-halfyears of age. When retinoblastoma affects both eyes, the average age of

diagnosis is 12 months. An abnormal screening will facilitate timely referral to an appropriately licensed health care

provider and to an ophthalmologist for treatment.

Early detection and referral ofan abnormal red reflex pupillary screening would allow early diagnosis ofcongenital

cataract or retinoblastoma which, ifrecognized and treated as soon as possible after birth, could reduce long-term

disability. Early diagnosis and intervention might also reduce the number ofvisually impaired citizens. It could also cut

down on the public's expenditures for health care, special education, and related services. Spending a little money

early in the life ofa baby could save so much in terms ofdollars, but also in the pain and suffering ofchildren and their

families. We need to make sure children in Texas have the best health care possible. This protocol could save sight and lives.
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The Patience of Justin

By Cheri Scott, Parent and Family Specialist, Alaska Dual Sensory Impairment Services

My husband Allan and I are parents ofthree kids: Heather Amy, who is 27 and has no apparent disabilities, Daniel,

who is 22 with Attention Deficit Hyperactivity Disorder and Learning Disabilities, and Justin, who is 1 3 and has Fetal

Alcohol Syndrome, Cerebral Palsy, Mental Retardation, Dual Sensory Impairment, and Seizure Disorder.

Justin came into our lives as a foster baby when he was 5 months old. He'd been born at 26 weeks gestation

weighing 2 lbs., 2 oz. and with a blood alcohol level over twice the legal limit for driving while intoxicated. It took him

four days to "dry out" cold turkey. He had many complications during his 3 months in the Neonatal Intensive Care Unit

(NICU) at Providence including a detached right retina, damage to the left retina, a grade 3 bleed that left him with

significant brain damage, respiratory and cardiac problems and, at times, uncontrollable seizures. When he came to

live with us we were told that he would probably not be a long-term survivor. Ifby chance he did live, he would be

almost completely blind, able to see only light and dark contrast. Justin would need full-body support since he'd never

be able to sit or stand by himself, and he would require round-the-clock care.

There was no huge miracle that made him a perfectly developed typical boy. But for those ofus lucky enough to be

part ofhis life, we know that there have been countless small miracles built out ofthe hard work, faith, and persever-

ance ofmany loving, dedicated people over the last thirteen years. The greatest credit goes to Justin for his patience,

sweet disposition and positive nature. He waits for the rest ofus to understand what needs to be done. He accepts our

fumbling and mistakes as we search for the best ways to help him reach his potential.

Currently, Justin is in 8th grade in an intensive needs classroom with aide-supported participation in regular educa-

tion elective classes. He walks with forearm crutches, uses sign language, a small amount ofspeech, and an electronic

voice output device to communicate. He reads at a 1 st-to-2nd-grade level and loves books. He wears hearing aids,

with the addition ofa wireless FM system when at school, and glasses to see anything farther than four feet away. He

takes medication to keep his seizures under control and to reduce the spasticity in his legs. He also wears plastic

orthotic braces on his feet and lower legs to help him walk and stand comfortably.

Last year was busier than usual for Justin. He was selected as the Children's Miracle Network (CMN) Champion

for Alaska. He represented Alaskan kids served by the Children's Hospital at Providence at fund-raisers around the
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Anchorage community throughout the spring. In June, Justin took my husband, Allan, our other son, Dan, and me to

Washington D.C. and Disney World for the National CMN Telethon. Justin's favorite part ofthe whole trip was

Disney World's Blizzard Beach, where we spent the steamy hot day floating on inner tubes around and around the

perimeter ofthe park. Other highlights included meeting Mickey Mouse, riding in a littlejet boat with his big brother,

and the electric light parade in Fantasyland ( three times!).

Hadley School for the Blind selected one ofJustin's original pictures for their Christmas card this year, the first time

it has used a student's artwork. The card is being sold to help the school raise money to fund the correspondence

programs it provides free ofcharge to individuals with vision impairment and their families. Willard Scott showed the

card on the Today Show, and according to the folks at the school the demand for cards was very good.

We're very proud ofour son and all the great things he's been able to do in his life- with a little help from his friends.

Our family's experience with Special Education Service Agency's (SESA) Alaska Dual Sensory Impairment Ser-

vices began about two-and-one-halfyears ago when our son's hearing loss was confirmed at ten years ofage. After

years ofincomplete hearing tests from audiologists untrained to work with children experiencing developmental and

physical disabilities, I took to heart the words ofthe physician I work with, Dr. Brennan, and took Justin to experts.

Three separate testing days confirmed our worst fears. After years of attributing his lack of speech to his other

disabilities (Cerebral Palsy from a severe brain bleed at two weeks, following his premature birth at 26 weeks gesta-

tion, and Fetal Alcohol Syndrome, Mental Retardation and Epilepsy), we were devastated by the diagnosis.

I remember returning my son to his school and crying as I tried to share the audiologist's report. As we talked,

Laura Metcalf, Justin's resource teacher, made the comment that his visual impairment may have been a blessing in

disguise. To insure Justin could see our expressions we had always tried to stand close to him when speaking, using

sign language as well, because he didn't seem to be picking up speech. Without the diagnosis ofa hearing impairment

we had no signing support from the school district. Each year, to the best ofourown meager ability, we had to educate

the new staffon communication techniques to use when working with him. We have been very lucky to have support-

ive team members willing to follow our lead throughout most ofJustin's school career.

We were very late in receiving Justin's diagnosis ofhearing impairment. No one can tell us how long he has had

difficulty hearing. Recent studies noting the high percentage ofhearing and vision problems in children with FAS,

however, lead us to believe that he has probably been hearing impaired since birth. It is thought that this high percent-

age ofhearing and vision loss is related to the anatomical differences caused when the cells ofthe developing fetus

come into contact with alcohol during the 1 9th-2 1 st days ofgestation. This is the time when the structures that will

become eyes, internal ear structures, upper palate and other mid-face features are forming.

Speech therapists, physical therapists and occupational therapists have been some ofour most important team

members. Many ofthe professionals working with our family have had some training in FAS and have a general

understanding ofhow children can be affected by prenatal alcohol exposure. As Justin's main advocates, it is ourjob

to make sure they remember that each child with this disorder is unique and to keep reminding them ofthe specific

ways our son is affected.

Justin has a short attention span. Even when he is intensely interested in what is being presented, lights, movement

and sounds from the surrounding areacan easily distract him. Leg tremors related to his cerebral palsy cando the same thing.

Justin has sensory and tactile defensiveness. For him this means he is sensitive to loud noise and busy visual

environments. His response to too much sensory stimulation ranges from hysterical laughter progressing to tears,

staring at bright lights and shaking his hand in front ofhis good eye, humming snatches ofsong over and over, or

retreating to a quiet dark space like a darkened bathroom, bedroom or laundry room.
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Justin is an experiential learner. To understand new things, he has to see, feel, hear and taste them. Abstract

concepts are far beyond his understanding. Ifyou say "See you later," he expects you to come visit before bedtime.

"Wait a minute," means that when the seconds on his digital watch get to :00 it will be his turn.

Justin has a processing delay. That means that after he reads, and especially after he hears new information, it takes

time for his brain to understand the information and decide how to respond. This can take up to 20 seconds if a

question is long or complex. It may seem to the person interacting with Justin that he is ignoring them or choosing not

to respond to their question. This delay in responding may also be interpreted as a problem behavior.

To compound things, people will quite often repeat or reframe their question, thinking that he didn't hear or under-

stand them the first time they spoke. When that happens, Justin's mind shifts to the new statement and starts from the

beginning again, like punching a button on the CD player to go back to the beginning ofthe song.

For years, school staffmembers were frustrated when Justin seemed to shut down during conversation attempts.

Yet he had no other way ofdealing with the unending demands ofconversations that he couldn't understand or respond

to quickly. So he would resort to his favorite word, "NO," or flap his hand in front ofhis eye and gaze at the lights in

the classroom. As Justin has matured and begun to gain a sense ofcontrol over his world, he has learned to use the

pointy-finger-to-lips "SHHHHH" sign and sound when he's feeling like too much information is coming too fast.

Justin is a wonderful boy with a sweet, patient temperament. He's also at high risk for being victimized. To Justin

the term "friend" means anyone that makes eye contact, smiles or talks to him. Because of his vision, hearing and

motor difficulties, as well as his lack ofunderstanding ofdangerous situations, he needs constant supervision when out

in public. Things like making sure he's aware ofcurbs and sidewalk edges that could catch his crutch tips, navigating

icy sidewalks, high snow berms, and traffic and dealing with loose dogs or predatory people need to be taken into account.

As Justin matures, we (Justin and his family) will continue to be faced with challenges brought on by his disabilities.

Still, we are definitely a part ofour community, and Justin has many people who care about him. With his continued

patience and the support ofthese community members, we feel optimistic that his life will be rich and full. We know

that our lives are certainly richer and fuller for having him.

Editor 's note: I met Cheri Scott this summer while I was in Minnesota attending the Hilton/Perkins-NTAC
sponsored workshops on Family Issues. During lunch one day, Cheri asked how many students were on the

Texas Deqfblind Census with an etiology ofFetalAIcohol Syndrome (FA S) or Fetal A Icohol Effect (FAE). FAE

is a lesser set ofthe same symptoms which make up FAS. Babies affected by alcohol can have any or all of

these symptoms. FAS and FAE are widely under-diagnosed. Some experts believe that between one-third and

two-thirds ofall special education children have been irreversibly affected by alcohol in some way. At least

5,000 infants are born each year with FAS; another 50,000 children show symptoms ofFAE.

As I talked more with Cheri about this etiology, I realized how important it isfor us to be aware ofchildren

whose vision and hearingproblems may be caused by this syndrome. These children are exceptionally hyper-

sensitive or hypo-sensitive to sensory input. As a result, they may be likely to shut down in noisy or visually

busy environments, or be very upset by sensory stimulation activities. When we are assessing these children s

hearing and vision, especiallyfunctional assessments, we may not get responses quickly because ofprocessing

and response problems. It would be natural to assume they didn 't see or hear the test item, when in fact they

might have. Inconclusive or inaccurate testing oftheir senses may be a real possibility ifthese factors aren 't

taken into consideration. Hearing lossfor these children can be sensorineural, conductive, a processing disor-

der, or combination ofall three. They may also have vestibular problems that affect balance.
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Luckily, these children do benefit from many of the same instructional strategies and modifications that

workfor the child with deafblindness or visual impairment and developmental disabilities. Using instructional

routines, teaching choice-making skills, and structured social skills development can help. Making adapta-

tionsfor vision and hearing issues such as avoiding glare and bright lights, using appropriate assistive listening

devices such as FM systems, having appropriate glasses, using color to add visual recognition, and so forth,

can also be important. However, we need to carefully monitor the child's responses, talk to his caregivers (the

real experts on his responses/needs), and assess, plan, and work together as a team to make sure the individual

child s needs are being appropriately addressed.

Many ofthese children will not grow up in their birth parents ' homes. Often, they may be raised infoster

homes or with extendedfamily members. It is our responsibility to make sure these caregivers have the infor-

mation and support they need as well.
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Children with Fetal Alcohol Syndrome have some very unique needs. Asyou will see in the article "Under-

standing Issues with Fetal Alcohol Syndrome " by Blanche Stetler, there are some triedand true approaches that

should be used with these kids. It is also important to note that some children with FetalAlcohol Syndrome will

not be diagnosed or identified as such. That makes our task as professionals serving these children and their

caregivers all the more difficult.

By the way, in Texas we have not identified any children with Fetal Alcohol Syndrome on the 2000

Deajblind Census. Are we failing to identify these children as having FAS, or are we not identifying them as

visually impaired or deafblind because oftheir other disabilities?

Fetal Alcohol Syndrome
By Blanche Stetler, Parent and Family Specialist, New Jersey Deafblind Project

In September of 1 989 we adopted a little boy who we named Timmy. Timmy was 2 weeks old at the time, and,

unbeknownst to us, was born to a mother who both drank and took drugs while she was pregnant. We found this out

during a regular office visit to our pediatrician after our doctor had received Timmy 's birth records from the adoption

agency. Since then, we have been on a roller coaster ride between doctors, therapists, and educational professionals

trying to get him the help he needs. Tim has both a vision and hearing impairment caused by Fetal Alcohol Syndrome.

He also has Attention Deficit Hyperactivity Disorder (ADHD) and a Seizure Disorder. Even though he is now 1 1

,

developmental^ he is at 5-6 year-old level. We have tried many different medications over the years to control his

hyperactivity and seizures. It is an ongoing battle. It seems whenever he has a growth spurt, the medications no longer

work, and we go on to something else.

Even though we knew Timmy 's birth history when we started visiting neurologists, it still took many years for us to

get a firm diagnosis ofFetal Alcohol Syndrome (FAS). We have compiled the following information over the years to

help us. Some things were from doctors and others were from teachers, therapists, professionals, books, and support

groups.

CHARACTERISTICS OF FETAL ALCOHOL SYNDROME

Fetal Alcohol Syndrome is diagnosed when children meet the following criteria:

1

.

Growth deficiency, prenatal or postnatal, for weight, length or both.

2. A specific pattern ofminor anomalies that includes a characteristic face, generally defined as small eye slits, a

flat mid-face, a short upturned nose, a smooth or long philtrum (the ridges running between the nose and the

lips) and a thin upper lip.
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3. Some neurological damage, including small brain size, tremors, hyperactivity, fine or gross motor problems,

attention deficits, learning disabilities, intellectual or cognitive delays, hearing or vision deficiencies.

4. A diagnosis ofFAS also requires some presumed history ofprenatal alcohol exposure.

Many FAS children:

• Have difficulty structuring work time.

• Show impaired rates oflearning.

• Experience poor memory.

• Have trouble generalizing behaviors and information.

• Act impulsively.

• Exhibit reduced attention span or are distractible.

• Display fearlessness and are unresponsive to verbal cautions.

• Demonstrate poor social judgment.

• Cannot handle money age-appropriately.

• Have trouble internalizing modeled behaviors.

• May have differences in sensory awareness (hypo- or hyper-).

• Show poor problem solving strategies.

Children with FAS also have an increased occurrence of other physical problems that can be traced to their

prenatal alcohol exposure, and can contribute to their overall disability. Additional eye anomalies can include ptosis

(drooping eyelid), strabismus (deviation ofthe eye), and myopia (nearsightedness), as well as underdevelopment ofthe

optic nerve, twisted retinal vessels and blindness. The high occurrence ofhearing disorders in children with FAS is

associated with alcohol induced developmental delays. Types ofhearing loss may include sensorineural hearing loss

and central auditory processing disorders associated with abnormalities ofthe brain stem. Misshapen secondary teeth

are also common in these children.

EFFECTIVE STRATEGIES FOR HELPING THE FAS CHILD

Foster independence in self-help and play.

Give your child choices and encourage decision-making.

Focus on teaching daily living skills.

Avoid situations where your child will be over-stimulated.

Have your child get ready for the next school day before going to bed.

Establish routines so your child can predict upcoming events.

Give your child lots ofadvance warning when a planned or usual activity is going to change to a different activity.

Break your child's work down into small pieces so he/she does not feel overwhelmed.

Set limits and follow them consistently.
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RESOURCES TO LEARN MORE ABOUT FAS

It is always a safe bet to begin your information search for any syndrome or condition with FamilyVillage. For their

listing on FAS go to <http://www.familyvillage.wisc.edu/lib_fas.htm>. Here are three excellent resources listed at

Family Village:

National Organization on Fetal Alcohol Syndrome

216 G Street North East

Washington, DC 20002

Phone: (202)785-4585; Fax: (202)466-6456

E-mail: information@nofas.org

Website: <www.nofas.org>

This is an excellent website fora variety ofarticles on FAS, including teaching strategies, tips for parents and much more.

Fetal Alcohol Education Program (FAEP)

Boston University School ofMedicine

1975 Main Street

Concord, MA 01 742

Phone: (978)369-7713; Fax: (978)287-4993

The Fetal Alcohol Education Program is dedicated to research and education for the prevention, identification and

treatment ofalcohol-related neurodevelopmental disorders. Among their materials available for sale are two teaching

packages, one for education professionals entitled Alcohol, Drugs, and the Fetus: A Teaching Package (84 slides,

a 65-page manual) and Here 's to Healthy Babies for the education ofparents and community groups (call or write for

details). They have also developed a handbook for parents, FAS: Parent and Child ($7.50 per single copy; bulk

rates available), and make a reprint list available.

Family Empowerment Network: Supporting Families affected by FAS/FAE

6 1 Langdon Street

Room 523

Madison, Wl 53703-1 195

Phone: (800) 462-5254 or (608) 262-6590; Fax: (608)265-2329

E-mail: fen@mail.dcs.wisc.edu

Family Empowerment Network (FEN): Supporting Families Affected by Fetal Alcohol Syndrome and Fetal

Alcohol Effects is an international organization serving families and professionals. They provide: free informational

packets on FAS/FAE; international resource/referral directory catalogued by state/province; quarterly newsletter, The

FEN Pen; extensive loan library (videos, audio training tapes, books, fact sheets, etc.); trainings for parents and

professionals; educational opportunities; an annual retreat for families; and an annual national conference. FEN is a

program ofthe University ofWisconsin-Madison, Department ofProfessional Development and Applied Studies.

Some other nice resources suggested by Cheri Scott include:

Fetal Alcohol Syndrome: A Guidefor Families and Communities. Steissguth, Ann Ph.D. (1997).

Published by Paul 1 1. Brookes Publishing Co; (800) 638-3775; Stock No. 2835; Cost: $22.95.

Fetal alcohol syndrome: craniofacial and central nervous system manifestations. American Journal of

Medical Genetics 6 1 :329-339, 1 996.

Fetal alcohol syndrome andfetal alcohol effects, produced by Fronske Health Center, Northern

Arizona University for the NAU website. Go to <http://www.nau.edu/~fronske/fas.html>.
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Fetal alcohol syndrome, from the Roots and Wings Adoption Magazine. Available on the Roots and

Wings website at <http://www.adopting.org/rwfas.html>.

Fundus morphology assessed by digital image analysis in children with fetal alcohol syndrome. Hellstrom,

Ann, Chen, Yahua, and Stromland, Kerstin. Journal ofPediatric Ophthalmology and Strabismus ,

January/February 1 997, Vol. 34, No. 1

.

Hearing, speech, language, and vestibular disorders in the fetal alcohol syndrome: a literature review.

Church, Michael W. and Kaltenback, James A. Alcoholism: Clinical and Experimental Research, Vol.

21, No. 3, May 1997.

What is Fetal Alcohol Syndrome?
Reprinted with permission from the

National Organization on Fetal Alcohol Syndrome (NOFAS)
website <http://www.nofas .org/what.htm>

Fetal Alcohol Syndrome (FAS) and Fetal Alcohol Effects (FAE) refer to a group of physical and mental birth

defects resulting from a woman's drinking alcohol during pregnancy. FAS is the leading known cause of mental

retardation. Other symptoms can include organ dysfunction, growth deficiencies before and after birth, central nervous

dysfunction resulting in learning disabilities and lower IQ, and physical malformities in the face and cranial areas. In

addition, children may experience behavioral and mental problems, which progress into adulthood.

• FAE is a lesser set ofthe same symptoms, which make up FAS. Babies affected by alcohol can have any or

all ofthese symptoms. FAS and FAE are widely under-diagnosed. Some experts believe that between 1 /3

and 2/3 ofall special education children have been irreversibly affected by alcohol in some way.

• No amount ofalcohol consumption during pregnancy is known to be safe.

• FAS is the leading known cause ofmental retardation, surpassing both Spina Bifida and Down's Syndrome.

{Journal ofthe American Medical Association, 1 99
1

)

• At least one ofevery five pregnant women uses alcohol and/or other drugs. {Substance Abuse and the

American Woman, Center on Addiction and Substance Abuse, Columbia University, June 5, 1 996)

• Alcohol produces by far the most serious neurobehavioral effects in the fetus when compared to other drugs

including heroin, cocaine and marijuana. Annual cost estimates for FAS and related conditions in the United

States range from $75 million to $9.7 billion. {Fetal Alcohol Syndrome: Diagnosis, Epidemiology,

Prevention and Treatment, Institute ofMedicine, 1 996)

• The Centers for Disease Control and Prevention reported a sixfold increase in the percentage of babies born

with FAS over the past fifteen years. Since the Centers began tracking FAS, the rate has increased from 1

case per 10,000 live births in 1979 to 6.7 cases per 10,000 live births in 1993. {The New York Times, April

7, 1995)

• Over three times as many women used alcohol during pregnancy than used illegal drugs. (National Institute

on Drug Abuse, 1 994)

• Each year more than 5,000 are born with FAS and nearly 50,000 babies are born with Fetal Alcohol Effects

(FAE), a condition characterized by symptoms similar to but less severe than FAS. {Public Health Educa-

tion Information Sheet, March of Dimes, 1992)
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Fewer that 57% ofAmericans under the age of45 have even heard ofFAS. Ofthose, less than 25% can

correctly identify it as a set of birth defects while the rest think it means being born intoxicated or addicted to

alcohol. (National Health Interview Survey, U.S. Department ofHealth and Human Services, 1 985)

An average ofone to two reported drinks per day has been linked to decreased birth-weight, growth

abnormalities and behavioral problems. (Alcohol Problems in Women, 1984)

The probability ofhaving a child with FAS increases with the amount and frequency ofalcohol consumed.

Whenever a pregnant woman stops drinking, she reduces the risk ofhaving a baby with FAS. (Alcohol

Health and Research World, The National Institute on Alcohol Abuse and Alcoholism, 1995)

The latest estimate for the U.S. is a rate of 1 9.5 per 1 0,000 live births, although estimates run as high as 30

per 1 0,000 - about 1 2,000 babies a year. (Substance Abuse and the American Woman, Center on Addic-

tion and Substance Abuse, Columbia University, June 5, 1 996)

A 1 00% misdiagnosis rate was reported in a Houston hospital study of48 newborns known to have alco-

holic mothers. By age one, 6 ofthe infants had significant signs ofFAS but none had been diagnosed at birth.

(Little, Bertis, Snell, Laura, 1990)

A federally funded study in four U.S. Southern communities found that only 65% ofwomen were asked by a

physician or nurse about alcohol or drug use during their most recent pregnancy. Further, although most of

the women who were asked acknowledged substance abuse, only 3% were referred to treatment. (Shelly

Geshan, Southern Regional Project on Infant Mortality, 1 993)

A national panel convened by the Josiah Macy Jr. Foundation found that most doctors do not even try to

identify problems by asking patients questions about alcohol and drug habits, and do not know how to

respond ifthey do find evidence ofdependency. The panel called for an increase in mandatory training on

substance abuse for medical residents as the first step toward improving treatment. (The New York Times,

February 14, 1996)

A National Center for Health Statistics study found that doctors appear less likely to tell black women to

quit drinking and smoking during pregnancy than they are to tell white women. Pregnant black women were

30% more likely than white women to report that they had never been told to quit drinking, and 20% more

likely to report that they had not been told to quit smoking. (The New York Times, January 19, 1994)

It's Almost Time

for the 2001 Texas Deafblind Census

This is a reminder to parents and professionals about the 200 1 Texas Deafblind Census. Each year in Texas and

around the country all school-aged children with combined vision and hearing loss are included on a special registry, the

Federal Deafblind Census. This information is used to identify both the numbers and needs ofchildren in this country

who have unique educational issues resulting from combined vision and hearing loss or deafblindness. It also plays a

role in determining grant funds that each state receives to help these children, their families and the professionals

working with them. In Texas, these funds flow through the Texas Education Agency to Texas Deafblind Outreach and

the Texas Deafblind Census. The funds help families, professionals and paraprofessionals attend workshops and

conferences, support the production costs ofSEE/HEAR, and many other things. A child with a mild vision loss and/

or a mild hearing loss may be eligible for inclusion in this count. While the census is compiled only once ayear, children

may be added to the census at any time. Ifyou know of children who should be added on the Census, begin the

process to get them on there now. For help in determining ifyour student is eligible, contact your ESC Deafblind

Specialist, the Texas Deafblind Census, or Texas Deafblind Outreach. Parents, ifyou are not sure ifyour child should

be listed on the census, ask your school IEP team to check with these resources.
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Disabled Find Many Barriers Online

By Andrew Park, Staff Reporter, Austin American Statesman

Copyrighted material reprinted with permission from The Austin American Statesman

Originally published in the Sunday, September 3, 2000 issue ofThe Austin American Statesman

Tired ofhaving to squint to read the display ofhis small green computer screen, Guido Corona one day replaced it

with a 1 9-inch television. When text on the edges blurred beyond recognition, he pulled a cardboard box over his head

and the monitor to block out extraneous light. When light seeped in anyway, he lined the makeshift hood with black

paper to cover the cracks. When he found himselfsquinting again, he rigged his computer to talk to him and sound-

proofed his office so colleagues wouldn't be bothered by the noise.

It was 1 984 and Corona, a programmer in the research labs ofIBM Corporation, was losing his eyesight to retinitis

pigmentosa, a degenerative disorder that can lay dormant for halfa lifetime and then turn a sighted person blind within

a matter ofmonths. Elsewhere within IBM, blind programmers were rigging printers with rubber bands and coat

hangers to get them to print Braille and going back to primitive punch card sorters that could be read by their hands.

They knew - even in the early days ofthe personal computer - that a technological revolution was coming and they

didn't want to be left behind.

Today, PCs can be custom-made for the visually impaired, and a whole industry has grown up to develop technolo-

gies to help people with disabilities. But that doesn't always make them useful to folks like Guido Corona, because

much ofthe Internet - which has become so important in American life that it increasingly separates the haves from the

have-nots - remains inaccessible to people with disabilities. They struggle every day to find their way through complex

Web pages that are clogged with animation, video and data that would fill reams ofpaper but are void ofany accom-

modation for their needs.

Ten years after the passage ofthe Americans with Disabilities Act, which forced corporations and governments to

address the needs ofpeople with disabilities in the physical world, advocates are focusing attention on the barriers in

the virtual world. It is another digital divide, and ifyou think the issue is simply the ability to shop online, think again. At

some point, the Internet will be the platform for learning, working and participating in society. Texas is pushing hard to

adopt electronic textbooks in public schools, for example, but they will be of little value if students with disabilities

cannot use them.

"To the extent that the world is moving to the Internet, it ups the ante that we have to be there or we cease being

competitive," says Curtis Chong, director oftechnology for the National Federation ofthe Blind in Washington.

"We've always said that blind people can be competitive. But being competitive can be tough to do ifthe technology

is moving too fast for you to keep up with."

FIGHTING FORACCESS

According to a study released in March by researchers at the University ofCalifornia-San Francisco, less than 1

percent ofpeople with disabilities regularly use the Internet, versus nearly forty percent ofpeople with no disabilities.

In the past two years, major computer and software makers have decreed that their products will be built with

accessibility for everyone in mind, from people who can't use a mouse to those who can't hear the computer's beeps

and whistles. But the needs ofpeople with disabilities still get trampled under the rush to expand the Internet and use

it to transform all aspects ofAmerican life, from business to government to education.

"Ninety percent ofthe Internet pages have some problem with accessibility," says Kelly Ford, a Portland, Ore.,
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consultant who teaches web design to corporations and is one ofthe more outspoken advocates ofbuilding accessibil-

ity. "Inaccessible information isjust as much a barrier as a set ofsteps is to a person in a wheelchair."

After years ofpushing technology companies behind the scenes to improve the accessibility oftheir products, the

fight is becoming public. In the past year, advocates for people with visual impairments have sued major corporations

including Bank ofAmerica, H&R Block and Intuit, claiming the companies' popular software and Web sites aren't

compatible with the screen-reading technology they use to surfthe Web. They charged that Internet services such as

online shopping, banking and tax preparation constitute public accommodations that, under the ADA, have to be as

accessible to people with disabilities as the public library or the mall.

America Online recently settled a suit by agreeing to make future versions of its Internet service software accessible

to screen readers and other technology that people with disabilities use. The Department ofJustice ruled in 1996 that

the ADA applied to the Internet, and the government is adopting rules requiring accessibility in all technology it buys.

The rules are expected to encourage state and local governments as well as the private sector to pay more attention to

the issue.

But it remains to be seen whether corporate policies and government regulations can keep up with the explosive

growth ofthe Internet. New elements are added every day to Websites, often without regard to how different viewers

might experience them. The emergence ofaffordable high-bandwidth connections such as cable modems and DSL
has encouraged Web designers to create sites with complex features like streaming audio and video, animation and

built-in, executable programs - elements that even many people without disabilities have trouble using.

"I think as the Web continues to grow, it gets more inaccessible," says Jim Allan, information technology director at

the Texas School for the Blind and Visually Impaired.

With the advent ofeach new potentially world-changing Internet application— telecommuting, distance learning,

online voting, digital signatures, e-books— people with disabilities question whether they will be able to take advan-

tage, too.

"Every new thing that comes along, the first thing that I do is worry," Chong says, "I will say that most ofmy worry

has beenjustified."

SCREEN-READER SUCCESS

Guido Corona is not alone at IBM, and was not when hejoined in the early 1 980s. Long before the Web existed,

computing's emphasis on the visual caused problems with blindness and other disabilities, forcing them to improvise.

Each time such improvisations failed him, Corona cursed his :tate-of-the-art computer and blamed technology, even

though he knew it was his vision that was reaching obsolescence.

"It was me, my eyes that were going the way ofthe Edsel or dodos," says Corona, 47, his eyes hidden by mirrored

sunglasses more suited to a Texas state trooper than a computer programmer.

As he continued to struggle, Corona learned that an IBM researcher named James Thatcher was developing a

program that, when combined with a speech synthesizer, could read text aloud from a PC screen.

"That was really a very important thing for the blind community, because it opened up jobs that wouldn't be

available to them," says Thatcher, who retired from IBM in April.

Coronajumped at the chance to be one ofthe early testers ofthe product - called PC-SAID - beginning a long

20



association with Thatcher that culminated in 1 996, when IBM moved its Special Needs System group, which was

charged with bringing all ofthe company's efforts in developing computing for people with disabilities, to Austin.

Corona, then working in Toronto, soon followed. By the early 1 990's, millions ofpeople were logging onto e-mail and

a text-based Internet through services such as AOL and Prodigy, including many blind people who used screen-

reading programs. With the invention ofthe Web browser, though, developers were able to format text into boxes and

columns and add logos, charts, photographs, and drawings and the Internet began to evolve into a much more graphic

environment

Once again, people with disabilities were left behind. Not only did the emphasis on spectacular graphics mean that

visually impaired people using screen readers were stymied; the growing emphasis on the mouse as a tool for navigating

the visual world ofthe Internet also meant that many people with mobility problems would be left out.

"In 1 997, 1 was essentially refusing to recognize it because it was truly becoming a schizophrenic experience,"

Corona says. "There were less and less places that you could go to."

About the same time in a laboratory in Tokyo, an IBM researcher was programming a screen reader that would

recognize notjust conventional text, but also the tags in HTML that control where text is displayed, its appearance and

its function on Web pages. The program, called Home Page Pleader, offered the visually impaired user signals to how

a Web page was laid out and how to navigate it. Thatcher's group brought the software to the United States and

released a second version last year.

Home Page Reader - and programs like it from assistive-technology companies such as Henter-Joyce Inc. - rely on

web developers to include text alternatives to graphic elements as they are programming their pages. It is an easy step

in designing a page, but one many programmers overlook.

"When the issue ofaccessibility comes up, that's not the number one priority. The number one priority is to have a

nice-looking product," says Adam Weinroth, a Web developer at Mediatruck Inc. in Austin, whose team won first

place in a contest last fall in which local design firms created accessible Web sites for nonprofit organizations. "Now
it's to the point where people are potentially missing out on customers or missing out on revenue because of it."

Indeed, people with disabilities are increasingly looked upon by corporations as a lucrative market, and their

combined buying power of$300 billion is only expected to grow as baby boomers age.

But change is not easy. Advocates bring inaccessible sites to the attention ofthe companies that run them, and their

recent targets have been some ofthe biggest names on the Web: Dell Computer, Citibank, Priceline. After becoming

a faithful customer ofHomeGrocer.com, Kelly Ford complained when the site was redesigned and its accessible

features were dropped. The Seattle company made the appropriate changes, but it was later sold to another company

whose online grocery site is not accessible.

And sites that target a wide audience have been embarrassed when they have failed accessibility tests. The Bush

for President campaign recently relaunched its site, only to read in the media that it didn't meet accessibility standards.

Last spring, people found that the ballots for the online primary held in Arizona were inaccessible; voting buttons

were not labeled with text alternatives. As with Ford's experience with online grocery shopping, people with disabili-

ties were denied a chance to do something they struggle with in the physical world.

"It was the one time that people who are blind could have had complete independence when voting at the polls,

and they blew it," said Cynthia Waddell, who helped the city ofSan Jose become the first major municipality to address

the accessibility of its Web sites.
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CHANGE COMES SLOWLY

Not everyone agrees that Web sites should be required to include the kind of clues that Home Page Reader and

other screen recognition software can use. At a hearing in February, a House subcommittee heard testimony whether

the Internet was a "public accommodation" as defined by the ADA, and much ofthe testimony was against the idea.

"It would be hard to find a better way to curb the currently explosive upsurge to this new publishing and commercial

medium than to menace private actors with liability ifthey publish pages that fail to live up to some expert body's idea

ofaccessibility in site design," Walter Olsen, a senior fellow at the conservative Manhattan Institute, told the House

Judiciary Subcommittee on the Constitution.

And many who call for better accessibility favor encouraging more enlightened design, rather than forcing it. Gregg

Vanderheiden, director ofthe Trace Research and Development Center at the University ofWisconsin at Madison, and

others, speak of a future which "universal design" allows all people to access Internet content, no matter what their

capabilities are or what type ofdevice they are using. Rather than build sites that use only text or that have separate

sites for people with disabilities, they advocate designing sites that transform gracefully, recognizing the special needs of

the user as soon as they load onto the screen. And despite the effort IBM has made promoting Home Page Reader, the

special-needs group remains a bit player in the corporations cast - only 1 7 employees out ofa work force ofmore than

300,000. Only in the past three years has the company bothered to file for patents on technologies for people with

disabilities, and despite a company-wide directive last year that all IBM products and Web sites must be accessible,

Chairman Louis Gerstner has not talked publicly about the need for the industry to follow suit.

%
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Like IBM, Microsoft has widely advertised its accessibility effort, but it employsjust 50 people and has been active

since 1 998. Before then, the company did not work with developers ofaccessibility software, so blind users had to

wait nine months before being able to work with accessible versions ofnew systems such as Windows 95.

"It's very easy for our products to get lost because we have very small volume and there are many other very

important products in which we get lost," IBM's Thatcher says. "It's hard for IBM to sell so few products."

For Guido Corona, Home Page Reader has been a godsend, and he is back to being an Internet evangelist. Many
sites still confound him, but most weeks, he spends hours searching the Web for news, the latest price ofIBM stock,

downloadable books and music, and stories about science. On his desk at home there are books by Tom Clancy and

Thomas Mann he has scanned into his computer to be read back to him later.

In the 1 9th century, when the masses were learning to read, the divide between the blind and the sighted populations

widened. Those who could read suddenly had access to information about the world, while the blind had to rely on

hearsay. Later, they could listen to radio and television, and Braille texts and recorded books helped. But none of it

was available widely enough or quickly enough to provide access to information.

"Now with the explosion of information on the Internet, that gap becomes even greater because the amount of

information out there is growing exponentially, but the blind population will start with the same methods," Corona says.

"So when the Internet becomes all ofa sudden accessible, it's truly opening the floodgate ofknowledge, ofinformation,

of self-worth, ofeducation, ofbeing part ofthis global village. And that is awesome."

Editor 's note: IfGuido Corona s name soundsfamiliar to some ofyou there s a good reason. He was the

keynote speaker at the July 2000 Summer Technology Institute held in Austin.
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Tips for New VI Teachers

By Nancy Toelle, Coordinator, Quality Programs for Students with Visual Impairments

and Ann Rash, Teacher Trainer, TSBVI, VI Outreach

This article is the first in a series based on a session presented at the "Helen Called Her Teacher" conference

sponsored by Texas School for the Blind and Visually Impaired (TSBVI). It is intended to help new teachers look at

the components ofservice delivery to meet the unique needs ofstudents with visual impairments. The concerns stated

below are a representative sample ofthose expressed by new and not-so-new teachers.

This article addresses the issue ofhow a new teacher determines how his or her school day is to be spent. The fact

that this is a pressing issue can be appreciated when hearing the comments ofnew teachers, who say they are working

night and day to meet the needs ofstudents, staff, and parents.

HOW MUCH AND WHAT KIND OF VI SERVICE

Concern:

How much and what kind ofVI service is indicated in your student's IEP?

Suggestions:

This is a good time to start compiling a "teacher file" on your students that will help you keep track of a lot of

important information. You may find it helpful to start a notebook or fact sheet on each student. This will become your

"travel" notebook or file. Your preference for a notebook or a portable file holder will determine your final product.

Find yourselfa comfortable spot, take a few ofyour student's eligibility folders, and go through their most recent

IEP paperwork, looking for the pages indicating the amount ofservice to be provided by everyone to the child. Also

gather together all IEP forms, so you will have a good idea ofwhat the child's total program will be. Please note: a

best practice that we are encountering more and more is tofind integrated IEPs that have been developed by

a student s multidisciplinary team. When looking at IEP goals and objectives, look for those with a visual, tactual,

or auditory component. Any of these could be the responsibility of the VI teacher (to provide direct instruction,

materials, consultation, etc.). Look on the signature page for the name ofthe VI teacher involved in developing the

IEP; he/she may be able to offer insights into how the IEP was developed. As you gather information on each student,

devise a form on which you could keep needed information on all your students, such as date of birth, home address

and phone number, campus and teacher name. Remember this is for your use and does not have to be elaborate or

computer generated; a plain piece ofpaper divided into sections works just fine. This will be handy for contacting

parents and teachers when you don't have the student's folder with you.

MAKING A CHANGE

Concern:

Ifyou were not a member ofthe IEP Committee that made the recommendation for this amount of time, and you

feel a change is needed, do you know your options to make a change?

Suggestion:

The first and best option is to get to know the student and the program he/she is attending. One of the most

practical approaches is to use a student-appropriate objective standard as you observe and work with the student.

For example, use a pre-reading checklist for a young, academically able child or an observation checklist of critical

features ofeffective programming for students with multiple impairments. (These instruments, and others, can be found

in the TSBVI Assessment KIT and in the RSPI, Regional Student Performance Indicators.)
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Be aware, this takes time. Ifyou are scheduled to see a student only a small amount oftime, such as a half-hour per

month, you will not have enough time to really get to know the student. Since you can't be ofmuch help to anyone if

you don't know the student, it's important that you find a way to spend more time with him/her. Remember, taking this

time is not prohibited by the IEP Committee. If, after getting to know the student, you feel more instructional or

consultation time.is needed, an IEP committee meeting will be necessary to make that change.

On the other hand, after spending some time with the student in his/her program you may feel too much time has

been allowed for you to work with him/her. Before proposing changes to the IEP team, you should find some way to

objectively measure student need that substantiates your thinking. It will then be a decision ofthe IEP committee to

make a change in the amount of services.

SCHEDULING TIME

Concern:

How do I address scheduling time to better meet my student's needs in an IEP meeting?

Suggestion:

You may be flexible in the way you schedule time with the student. For example, a "best practice" goal for a

student with visual and multiple impairments would be to observe the student in every environment and activity that he/

she is engaged in throughout the school day. This would necessitate several visits at different times ofthe day to

observe the student's program and determine VI specific needs. (Is the occupational therapist using a spoon the child

can see, and presenting it at an appropriate distance and in his/her field ofvision?) Ifthe team is writing activity

routines, you need to join the team with VI specific suggestions. Ifthe team has never written an activity routine, it is

your responsibility to initiate this important programming. IfIEP specified time for this child is described in the IEP

document as "twelve hours during the first twelve weeks ofschool and four hours per month thereafter" you could be

flexible about your scheduling. You could spend longer chunks oftime getting to know the student. Ifnecessary, you

could make multiple visits during the course ofthe week to his/her service providers to work as a team. Once things

are running smoothly, the student and staffmay need you can settle into a more regular schedule each week. The

amount oftime meets the IEP requirement,and the flexible scheduling allow you better to meet the needs ofthe child

and the team. This approach may also be needed with your low vision or blind students who are academically able.

Ifthis approach seems overwhelming, we suggest you try it withjust one student. It won't be long before you ,
your

student, and the team start to experience the benefits.

PRINT AND/OR PERSONNEL RESOURCES

Concern:

Do you have print and/or personnel resources readily available to you?

Suggestion:

The first step is to become familiar with what your district has to offer. Go looking for the VI materials stashed away

in schools, or the nooks and crannies around the district. Next call your education service center VI Consultant and

ask for help. In the meantime, some ofour favorites are: The Perkins Activity Guide, Beginning with Braille by

Anna Swenson, APH Bright Sights Kit and Work Play Trays, the Every Move Counts multi-sensory assessment,

the Internet (including TSBVI's website <www.tsbvi.edu>) and materials available through the TSBVI curriculum

department such as the Learning Media Assessment and the red Low Vision book (listed on the TSBVI website).

You can probably access the Internet in your school library.
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TIMETO PLAN LESSONS

Concern:

Do you make the time in your schedule to plan lessons with VI materials and resources?

Suggestion:

First, we acknowledge the fact that as itinerants we have little time, ifany, set aside to plan. What time we have to

spend in the office (ifwe have one) is often spent writing reports, record keeping, making or returning phone calls, or

fighting fires. Without time to plan properly, lessons are never really meaningful, sequential, and building toward

acquisition ofthe key skills needed. The teacher's anxiety level goes up and satisfaction with thejob goes down. We
suggest that as you develop your schedule, write in time to plan your instruction and to prepare for it as well. AND
don't forget to eat lunch.

We hope that we've addressed at least some ofthe concerns that you, as new teacher, may have. We would love

to hear from VI teachers who have their own suggestions. For a thought provoking article on a related topic, read

"Observation: The Other Four-Fifths ofthe Day," from the Winter 1999 issue ofSEE/HEAR. Find it in the SEE/
HEAR Newsletter Index on the TSBVI website. Until the next time, we hope you can feel good about helping all your

students, that you manage to make it to all your schools, and that there are no flats or other road mishaps in your future.

In our next article we will try to give suggestions that address the concern: Do you feel comfortable deciding what

to do with your students? Ifyou have specific concerns related to this topic that you would like us to address, please

feel free to contact Ann Rash by phone at (5 1 2) 206-9224, or e-mail her at AnnRash@tsbvi.edu.

Educational Services in Texas for Children

with Visual Impairments and Deafblindness

By Cyral Miller, Director ofOutreach

and Kate Moss, Family Support Specialist, TSBVI, Texas Deafblind Outreach

Texas parents are often confused about the range and type ofeducational services available to their school-aged

children with visual impairments or deafblindness. It can be hard to advocate effectively without a full understanding of

service delivery options.

On his/her 3rd birthday, services for a child with visual impairments or deafblindness move from an ECI program to

the local school district. At this time the Individualized Family Services Plan (IFSP) that addressed the needs ofthe

child and the family is no longer used. Instead an Individualized Educational Plan (IEP) is developed by a team made

up ofthe parent, professionals and (when appropriate) the child. The focus is no longer on the family and child as

strongly, but rather focuses more on the child's educational programming. This team is mandated by federal and state

law to assess the child's performance and determine appropriate services for provision ofa free, appropriate public

education that addresses the specific needs related to his/her visual impairment/deafblindness. Services may be pro-

vided in a regular classroom setting, a self-contained setting, resource classroom, residential setting (such as Texas

School for the Blind and Visually Impaired or Texas School for the Deaf), or in a combination ofsettings. Children with

chronic health conditions may need to be served at home. A physician must recommend the need for these services.

LOCAL INDEPENDENT SCHOOL DISTRICTS (ISD)

Please check with your local ISD for web addresses, or you can search the Texas Education Agency website

<www.tea.tx.state.us>.
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Services for students with visual impairment are most often provided by a local district or a special education coop

which hires teachers with specialized credentials. Typically this means that an itinerant (traveling),vision teacher will

travel from school to school to work with the student and/or his/her educational team. The types ofservices provided

by the Teacher ofthe Visually Impaired include:

• Completing a Functional Vision Evaluation (FVE) and a Learning Media Assessment (LMA)

• Assisting the team in appropriate adaptation ofall assessment materials and techniques to address the child's

vision impairment

• Attending all IEP meetings

• Planning with the team to develop appropriate IEP goals and modifications that address the sensory impair-

ment (the expanded core curriculum)

• Providing direct and consultative services to the child and team members to support general instruction (assist

in developing routines, providing Braille or large print materials, etc.)

• Providing direct instruction to the child in specific areas such as braille, daily living skills, vocational planning,

instruction in visual efficiency, vision-specific technology adaptations, etc.

Services will also often be recommended from an Orientation and Mobility Specialistwho can provide instruction

in safe and effective movement and travel skills.

Services for the child with deafblindness should also come from a Teacher ofthe Deafand Hearing Impaired. This

teacher may work directly for the local district or he/she may work for the Regional Day School Program for the Deaf

(RDSPD). Local ISDs may contract with the RDSPD to provide services. The Teacher ofthe Deafand Hearing

Impaired has these responsibilities:

• Assisting the team with the adaptation ofassessments to make sure they address the hearing impairment

• Attending all IEP meetings and make recommendations to the team in developing IEP goals and objectives

that address auditory issues such as auditory training, communication skills, speechreading skills, etc.

• Providing direct or consultative services to the child and/or his educational team to support general instruction

• Providing direct instruction to the child in appropriate areas such as the development ofsign language,

auditory training, speechreading, language development, etc.

• Providing direct or consultative services to the child and/or his educational team on the use ofassistive

devices such as his/her hearing aid, cochlear implant, FM system, TTY, etc.

REGIONAL DAY SCHOOL PROGRAMS FORTHE DEAF (RDSPD)

Learn more about RDSPD programs through the TEA website by going to <http://www.tea.state.tx.us/deaf/>.

Eligible children with deafblindness may receive all or part oftheir services from an RDSPD program. There are

a number ofprograms in most regions ofthe state, although not necessarily a program located in every district. Ifa

school district hires their own Teacher ofthe Deafor Hearing Impaired the services related to a deafblind child's

hearing loss may or may not come from an RDSPD program. Also, some children who are deafblind may have a mild

hearing loss and do not qualify as auditorially impaired for the purpose ofreceiving services from RDSPD. All ofthis

is determined at the IEP meeting. RDSPDs often have a center-based program or special classrooms located on the

campus ofa neighborhood school. Students served by an RDSPD program may receive consultative or direct ser-
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vices (auditory training, language development, etc.) from an RDSPD Teacher ofthe Deafand Hearing Impaired,

assessment support, and/or technology such as FM Trainers.

EDUCATION SERVICE CENTERS (ESC)

ESC websites are accessible from the TEA website. Go to <http://www.tea.state.tx.us/special.ed/escinfo/

director.html>.

The local ISD and RDSPD programs receive support from the Education Service Centers (ESC). There are

twenty ESCs, each serving a specific region ofthe state. The ESC may provide direct services to a child with a visual

impairment, but generally it supports Teachers ofthe Visually Impaired and Orientation and Mobility Specialists who

are employed by the districts. This support is provided primarily through planning, supplemental funding, and in-

service development in its region. Each ESC must develop, with stakeholders, a regional plan tojointly determine how

to improve student performance. These plans address many areas ofeducational services and are required in order to

receive supplemental funding from the Texas Education Agency. Since 1 998, each ESC also has a designated staff

member who is a Deafblind Specialist, with specific duties relative to this population ofstudents with combined hearing

and vision losses.

TEXAS SCHOOL FORTHE BLIND AND VISUALLY IMPAIRED (TSBVI)

For detailed information about TSBVI go to our website. It is located at <www.tsbvi.edu>.

TSBVI is a special public school established by the Texas Legislature to provide specialized and intensive services

which focus on the unique learning needs ofstudents with visual impairment, including those with additional disabilities.

Regular school-year placement

TSBVI offers a comprehensive educational program during the regular school year. Students must be referred by

the local IEP committee and admission is considered on an individual basis. Curricular offerings include regular

academics, functional academics, and basic skills programming for 6-2 1 year-olds. Services are provided during the

school day and in residential programming.

Summer school

There are a variety ofsummer school programs that range in duration from 1 -6 weeks. Parents can make applica-

tion directly to TSBVI for summer school programs. Last year's summer offerings included: elementary and second-

ary level enrichment programs, career education offering non-paid work training and paid work experiences for sec-

ondary students; specialized programs in technology and mathematics, and specialized camps for students with visual

and multiple disabilities including deafblindness.

Short programs

Beginning in 2000, short courses are being offered atTSBVI during the regular school year to students enrolled in

their local ISD programs. A course in daily living skills is offered over a series offour weekends in a single school year.

Two week long technology programs have been scheduled for this year. A week of individualized study is being

provided in six sessions throughout the year. Many new programs will be developed from year to year. (See the

Summer 2000 issue ofSEE/HEAR for more about these programs, or visit the TSBVI website at <www.tsbvi.edu>.)

Outreach

There are three branches ofOutreach focus: Statewide Programs, Visually Impaired Outreach, and Deafblind

Outreach.
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Statewide programs are in place to manage the American Printing House for the Blind Quota Funds used to

purchase and disseminate (free to districts) specialized materials such as braillers, braille paper, light boxes and so on.

The annual statewide registry ofeligible students is conducted at TSBVI. Other statewide functions are coordination

ofteacher preparation issues, mentoring for VI teachers and O&M specialists-in-training, and statewide staffdevelop-

ment. TSBVI works collaboratively with all twenty Education Service Centers, as well as with universities, the Texas

Commission for the Blind, and other related agencies.

Visually Impaired Outreach staffprovide training and support to professionals working with babies and toddlers

0-5, professionals serving students 6-21 , and to their families. The team works with individual students or supporting

a district wide program for visually impaired students. The Technology Loan Program is part ofthis branch ofOut-

reach.

Texas Deafblind Outreach is a similar team. In addition to support for professionals and families, there is a focus

on transition issues related to the post-educational world. Texas Deafblind Outreach also coordinates the INSITE

curriculum training for professionals working with children 0-5 with multiple sensory impairments.

Much ofthe focus ofOutreach is on helping families and professionals. Activities include directly consulting with

a family and school program and suggesting programming recommendations, giving workshops, conferences, or small

local in-service opportunities, and by providing leadership in statewide issues and training in the area ofvisual impair-

ments and deafblindness.

Curriculum

This department develops and publishes a variety ofmaterials for teachers and parents on topics including orientation

and mobility, a curriculum for visually and multiply impaired students, and a paraprofessional handbook.

TEXAS SCHOOL FOR THE DEAF (TSD)

Learn more about the various programs available for students at TSD by visiting their website. Go to <http://

www.tsd.state.tx. us/>.

Texas School for the Deaf(TSD) provides residential school placement, summer school programming, a special

transition program, workshops for parents of students attending TSD and serves as an Educational Resource Center

on Deafness. Unlike TSBVI or other residential programs, parents may independently refer their child to TSD or the

referral may come as a result ofthe IEP committee's recommendations. Children who attend TSD may have previ-

ously attended Regional Day School Programs for the Deaf(RDSPD) or inclusive programs in their home school

districts.

TEXAS COMMISSION FOR THE BLIND (TCB)

Although Texas Commission for the Blind is not specifically an education agency, there are complementary services

in the area ofeducation available through mis agency. To learn more about their role in both education and especially

in rehabilitation go to their website at <http://www.tcb.state.tx.us/>.

Texas Commission for the Blind provides a variety of services. Their service focus is geared more towards non-

educational needs such as in-home training in daily living skills, and tuition for summer camps. They also can assist with

travel and registration costs for families attending training. The TCB children's caseworkers or transition counselors

can also support the parents and student in advocating for educational services by helping them prepare for, and by

attending, the ILP meeting. If the child is deafblind, the TCB also offers support to the family, the student, and the
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children's caseworker or counselor by providing a deaf-blind specialist. A deaf-blind specialist can determine the

need for technology and services that are unique to deafblindness, such as getting and using aTTY, a vibrating alarm

clock, or security devices.

TEXAS EDUCATIONAGENCY (TEA)

The lead agency in educational services in Texas is ofcourse, the Texas Education Agency. To learn more about the

full scope ofthis agency's work go to their website at <www.tea.state.us>.

The TEA is mandated to ensure that all Texas students are provided a free and appropriate education. The TEA
helps to monitor the effective implementation ofthe Federal Individuals with Disabilities Education Act, as well as state

and commissioner rules and regulations regarding special education services. We are fortunate in Texas to have people

in the agency designated to address issues specifically related to vision or hearing impairments. Marty Murrell assists

the state in advocating for and creating quality services for students who are visually impaired and/or deafblind. Sha

Cowan assists the state in advocating for and creating quality services for students who are deafand hearing impaired,

and supports efforts for students with deafblindness.

There are a wide array of agencies with special roles in assisting the child with a visual impairment and/or

deafblindness and their families. More information is available on each at the websites noted above. We hope you will

explore further, to ensure that your child is receiving the most appropriate education possible!

The Importance ofTouch in Parent-Infant Bonding

by Gigi Newton, Teacher Trainer, TSBVI, Texas Deafblind Outreach

Editor's note: In 1992, Gigi Newton, Teacher Trainer with Texas Deafblind Outreach, began to share

information with our team about the benefits ofmassage therapy with children who are deafblind. During this

time, Evelyn Guyer, a certified infant massage therapist, had begun to train individuals in the use ofBonding

And Relaxation Therapy (BART) and had received a grant to train parents and others to use these techniques

with deafblind children. Gigi wrote an article about some ofthe work being done by Evelyn and others that

was published in the July 1992 edition o/P.S. News (the Deafblind Outreach newsletter before SEE/HEAR/

Also in 1992, through Gigi and Stacy Shafer, Early Childhood Specialist with Visually Impaired Outreach,

we learned about Active Learning theory from Dr. Lilli Nielsen of Denmark. Active Learning focused on

providing the child with blindness opportunities to be an active participant in interactions with the environ-

ment. This approach benefits children with visual impairments by assisting in the development ofbody aware-

ness and motor skills, cognitive skills such as comparing and contrasting qualities (heavy, light, soft, hard,

smooth, rough, noisy, quiet, vibrating, still, etc.), and choice-making.

In 1997, I attended a session at the National Deafblind Conference in Washington, D.C titled "Hands:

Tools, Sense Organs, Voice ", presented by Barbara Miles. Her sessionfocused on the functions ofhands in

cognitive, linguistic and emotional developmentfor children with deafblindness. In May of 1999, DB-LINK

published Barbara s article, "Talking the Language ofHands to Hands. " This article (which is available on

the DB-LINK website at <www.tr.wou.edu/dblink> ) looks at the role ofhands in early developmentfor chil-

dren with blindness, deafness, and deafblindness, and suggests strategiesforfacilitating hand development in

children with deafblindness.
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For the past several years, the Texas Deafblind Outreach team has been discussing the importance ofthese

theories and approaches in the education ofchildren with deafblindness. Developing the tactual sense, body

awareness, the use ofhands, and establishing bonds oftrust between the child and caregiver or instructor are

key components in the child's ability to benefit from instruction. This is especially true when the child is

severely visually and auditorially impaired, but is also true to some degreefor any child with sensory impair-

ments. Many early literacy and learning skills require the development ofthe tactual sense, the awareness and

use of hands andfingers, the child's willingness to trust an instructor who guides his/her hands to explore

objects and people in the environment.

In the summer or earlyfall of2001, Texas Deafblind Outreach plans to offer a workshopfor parents and

members of their childrens' educational teams that emphasizes these approaches. Future editions o/SEE/

HEAR will alsofeature articles on these topics to helpyou decide ifthis workshop might be beneficialfor you.

Here we are reprinting Gigi 's 1992 article about infant massage and the importance oftouch in parent-infant

bonding. Touch is a powerful way to communicate.

Touch from another human being can be a nourishing medicine or a damaging poison. Without words, we can show

affection by giving a hug or by stroking a child's arm, or we can show disapproval by using our hands to restrain a

child's hand. The importance oftouch for a child with deafblindness is apparent. The child will use this sense exten-

sively to develop communication skills, to help orient in different environments, and most importantly to connect

socially with others. This article focuses on the power ofgentle touching and suggests ways in which touch can make

a positive change in your life and the life ofyour child.

What does caring and loving touch do for infants? It is a necessary part ofdeveloping attachment between the child

and parents. It is the beginning ofcommunication between you and your child. Because you make him feel secure, the

child learns to trust you and develops an emotional tie to you. The child's response to those feelings of security

deepens your feelings of love and protectiveness towards him. It is what Dr. T. Barry Brazelton refers to as the parent

and child "falling in love" with each other.

The most important thing parents can do to help develop this attachment is to first become careful observers oftheir

child and learn how to interpret his needs. A newborn communicates his needs or feelings to his parents primarily

through crying. When a baby's cry is responded to quickly and warmly, the child begins to develop a bond or

attachment to the caregiver.

When a child is not responded to he does not feel safe. As a result his sleeping, eating, and social interactions can

all be affected. According to research findings, ifa baby knows a caregiver will respond, the baby begins to reserve

crying for more specialized needs. This finding disputes the beliefthat babies are spoiled by parents who respond

every time to their child's crying.

Talking to a baby while responding to his cry lets him know that the caregiver understands his feelings. Over time

he begins to be comforted by the voice and to understand that words are a way ofcommunicating. This situation

changes somewhat with children with deafblindness.

Babies with deafblindness will need to have more input through other senses such as touch, smell, etc. because of

the information that is lost to them through their decreased vision and hearing. Try cuddling the child against your chest

while you are speaking or holding his hand or foot against your cheek or chest to let him feel the vibrations ofyour

voice. Use a consistent signal, like soft pats on the back or stroking his forehead to communicate your empathy.

The crying behaviors ofinfants with hearing, vision, and /or neurological problems may be different from an infant

without disabilities. It may take more observation to understand what their cry means and how to respond to them.
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Parents might try to list times when the baby cries and note any patterns in the baby's environment that might be causing

him distress. Ifall the child's basic needs (i.e., food, dry diapers, companionship, etc.) have been met and the child

continues to cry, the parent may need to look for signs ofover-stimulation. Some ofthese signs are: turning the body,

face or eyes away; closing his eyes; arching the back; spitting up; rapid shallow breathing; changing color; hiccupping.

It the child is over-stimulated you may need to try some inventive approaches to consoling your baby. Preventively,

you can try to keep your baby's daily schedule as consistent as possible. You can make the environment calming by

dimming the lights, dropping the noise level, and reducing social stimulation. Youmay also try things like placing him in

his travel chair on the washing machine so he is lulled by the vibrations. Taking rides in the car, running a vacuum

cleaner, anything that produces a steady vibrating motion or monotonous sound, can also help him to relax or calm.

You will have to be creative in finding the type ofcalming actions that work best for your child.

Moms and dads also bond with their babies by kissing, cuddling, and making eye contact. Babies with vision,

hearing, or motor impairments may not receive as much feedback from this type ofphysical contact because oftheir

impairment. Ask your Vision Teacher to help you decide how your baby uses his vision and how to adjust the lighting

in his environment to maximize the use ofhis vision. For example, the baby might see your face better ifthe light came

from behind him so he does not have to look into a glaring light when he turns to you. To keep from startling a baby

who may not hear your voice, a "signature" scent (hand lotion or perfume) may provide a cue that you are near.

Infants with seizure disorders or motor impairments may not respond well to touching and holding. Certain types of

touch may actually trigger a seizure in some children with seizure disorders because it is stressful. Some children are

tactilely defensive or they have abnormal muscle tone. When a baby does not show a typical response to a parent's

attention the parent may interpret the baby's response as rejection. The parents may begin to hold the child less often.

However, the child's atypical response to touch may relate to muscle tone rather than to feelings about his parents.

With these children, it is critical for the parents to learn to touch their child in a way that is acceptable and pleasurable

to the child.

Physical therapists and occupational therapists can help parents discover what types ofphysical touch their child

can tolerate and learn to enjoy. They can also make suggestions about textures (for clothing, bedding, etc.) that may be

more pleasing to the child. Parents may want to start with a few minutes oftouching, and increase the time gradually as

the child can tolerate it. Often children prefer firm pressure on their arms and legs as opposed to light stroking. When

using light strokes move in the direction ofthe hair growth, not against it. Avoid applying pressure on the spine. As the

child becomes comfortable with being touched he will become more comfortable touching things and people in his

environment. Ifa child does not enjoy touching, he will have a difficult time learning to explore his surroundings.

In Touching by Montagu we learn that holding and rocking a baby has physiological and emotional benefits.

Touching increases the baby's cardiac output, promotes respiration that in turn discourages lung congestion and helps

the baby's gastrointestinal function. The movement ofrocking often helps in digestion and absorption offood.

During normal home activities such as diapering, bathing and bedtime, incorporate a few minutes ofgentle touching.

Rubbing on baby lotion, cuddling before bedtime or massaging arms and legs during a bath can add an extra measure

ofcaring to ordinary events. Sometimes these caring touches can even make a bothersome event pleasurable.

One special technique oftouching that is being used to increase bonding is infant massage. Infant massage is a more

structured way oftouching. Many hospitals use infant massage with premature infants. Current studies seem to

suggest infant massage may enhance a premature baby's physical growth and development. Infant massage is some-

thing you do with your baby as opposed to something that is done to your baby. It is a way for parents to connect with

their child on a special level. Massage can help parents learn the way their baby's body looks and feels when he is

tensed or relaxed; the look and feel ofa gassy stomach; the difference between pain and tension.
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RESOURCES AND REFERENCES

Ifyou want information about infant massage training contact: The International Association.ofInfant Massage

Instructors, E. Micki Riddle, R.N., Ph.D., Executive Director, 1891 Goodyear Avenue, Suite 622, Ventura, CA
93008 or phone (805) 644-8524. There is also a website; go to <http://www.iaim-us.com/>. The following books

can be ordered through the website, by calling toll-free (888) 448-9489 or by e-mailing IAIM4US@aol.com:

Baby Massage: Parent-ChildBonding Through Touch, Amelia D. Auckett, Harper Collins, 1 989.

From the Hand to the Heart (book and video tape), Evelyn Guyer. This is a book for parents and

caregivers who care for disabled individuals.

Infant Massage: A Handbook/or Loving Parents, Vimala Schneider McClure, Bantam Books, 2000.

Touching, Montagu, A., HarperCollins, 1986.

Another booklet that may be useful to parents is available from the Blind Children's Center, RO. Box 29 1 59, Los

Angeles, CA 90029 or from their website at <http://www.blindcntr.org/>:

Move With Me: A Parents ' Guide to Movement Developmentfor Visually Impaired Babies, Blind

Children's Center (also available in Spanish).
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Tell Me, and I'll Forget

Terry Murphy, Executive Director, Texas Commission for the Blind

The title of this article is from the old Native American proverb: Tellme, and I'llforget Show me, andImay
not remember. Involve me, andTil understand. The first part ofthe proverb reminds me ofa class in which the

drone of the teacher reading from a textbook never quite penetrated my preoccupation with the more important

subject oflunch the next period. The results from those occasional days, ofcourse, you already know. Inevitably there

appeared on my desk - the TEST. IfI could only remember what I'd heard! Nothing. The only thing I knew for sure

was that the answers to questions 3 and 7 were definitely not "hamburger" and "french fries."

Fortunately for me, not many ofmy learning experiences were limited to the "tell me" variety. Most were right in

step with the observation ofthe first occupants ofour great country: I remember best those subjects in which I was

fully involved. This is why I have advocated over the years for full and active consumer and parental involvement in the

services the agency provides. No matter what you tell a person about blindness, until you show them the benefits of

certain skills and get them involved in reaping the benefits as they learn, the information you told them won't do much

good on "test day."

Test days for people who are blind are those days in which they want to independently achieve without sight

something that another person does with sight, such as navigate their way to the grocery store or to work, or try out the

monkey bars at school. Typical test days for parents ofchildren who are blind are those days when they are called to

participate in their child'sARD or when they are trying to locate a fulfilling afternoon activity for their child.

The Commission measures the success of its services against "test scores" of its consumers. We really celebrate

when consumers graduate summa cum laude from our programs, which means they have gained the skills, training,

knowledge, and equipment they need to be confident in their own abilities. Parents graduate with equally high honors

when they have the skills to participate as a full partner in their child's educational program and have a reservoir of

activities and resources for their child.
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One ofthe major ways consumers and parents are kept involved in the learning experiences offered by the Com-
mission is through written plans. These plans assure that consumers and parents are not only involved in planning the

outcome they expect from services, but also in planning the individual steps along the way. In our Vocational Rehabili-

tation Program, the plan is an Individual Planfor Employment. Our Blind and Visually Impaired Children's Program

uses a Family Service Plan. Both ofthese formats have been revised and improved this year.

Our new family service plan is set up so that the basics we could describe as "Confidence 101" skills are covered,

which when learned, will produce the highest real-life test results for families who have children with visual impairments,

including children with multiple disabilities. These core services include family services, educational support, indepen-

dent living skills, social-emotional development, leisure and recreational skills, prevocational skills (or future planning

for children with multiple disabilities where work does not appear to be an option), communication skills, travel skills,

and low vision and medical services. The plan changes as the child progresses and reaches new developmental

milestones. The progress criteria then help validate that the child and parents are on the right path or suggest that

another direction is better to reach the planned goal.

Coming back to the old proverb, the Commission's staffhas been challenged to reinforce what they "tell" consum-

ers and parents by getting them fully involved in the family service plan so that what is heard is not forgotten on test

days. In reality, however, we can share information and the knowledge that we have gained over decades ofexperi-

ence, but the willingness to listen and be fully involved in core services we know are needed, rests with the people who
come to us for assistance.

Ifyou have had the opportunity to be involved with ournew family service plan, we would welcome your feedback.

Are we developing plans with you that involve you in a way that helps you understand why certain core skills will better

prepare you and your child for the many test days coming your way? Ifnot, what do we need to do differently? Just

as important, how actively involved are you in your family service plan? Only together can we make a difference!

In Response

By Dr. Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

PhilHatlen@tsbvi.edu

I often receive telephone calls and mail from both parents and educators, requesting my opinions about the educa-

tional services needed by a specific child. I recently had an e-mail exchange with an educator in another state, and I will

share portions ofour communication. I invite your comments and thoughts on this exchange.

SCHOOL DISTRICT:

I am writing to you because I have accessed your website and am very impressed with its content. A parent in our

district is going to ask that we place his son in the residential school. The parent has stated that he wishes his son to

receive services for approximately two years at this specialized setting, with the intent to return him to our district for

high school.

The student is performing well in our district. He receives, in our opinion, adequate support services, including

orientation and mobility, OT, services from a teacher for the visually impaired, and a full-time paraprofessional. There

are certain home conditions that may be playing on the father's thinking at this time.

What would you think are the most compelling reasons to maintain a visually impaired student in our district, beyond

the reasons/rational applicable to sighted peers? Our staffhave worked hard to make this placement work, and they

do not wish to see this child removed. They feel it implies that they have failed in their educational endeavors for this

student. What suggestions can you offer us?
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MY RESPONSE:

While I am employed by a school for the blind, I have always been an advocate for an array ofplacement options

for blind and visually impaired students. I believe that there is no "one size fits all" approach to meeting the diverse

needs of students who are visually impaired. Each child is an individual with individual needs, and these needs will

change or be different, depending on degree ofvisual impairment, presence ofadditional disabilities, services available

locally, and specific needs based on age and maturity. I believe that the IEP must consider the entire array ofplacement

possibilities yearly, because the needs ofvisually impaired students will change yearly.

I am a strong advocate for local placement of visually impaired students, and I urge my colleagues to always

consider local neighborhood school first. On the other hand, I believe in a level playing field among all placement

options. A child should not have to fail in one setting before being referred to another. I do not believe that a school

for the blind should be the last option for a child. For some students, it should be the first, or perhaps, the only option.
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So, what about the child who concerns you? In a perfect world he would have had a comprehensive assessment

which should have included compensatory skills for academic learning, functional low vision, learning media, orienta-

tion and mobility, career education, assistive technology, independent living skills, social interactive skills, and leisure/

recreation skills. All ofthese assessments should be done, or orchestrated, by the qualified, credentialed teacher ofthe

visually impaired. Based on the outcome ofthese assessments, an IEP should be developed that reflects the strengths

and needs ofthe student in all ofthese areas. Then goals and objectives are written to meet the needs identified through

assessment. I would expect that most blind and visually impaired students would have at least one goal in each area

assessed.

It is only after assessment and IEP development have been completed that placement is considered. Giving careful

consideration to frequency and duration of instruction for every goal and objective from the teacher ofthe visually

impaired, a school district must determine whether it has the resources to meet the needs. In some cases, teachers

from related services might be the primary service providers, and in the case oforientation and mobility, a specialist will

provide the instruction. Ofcourse, the classroom aide should never, ever, take the role of instructor. She may only

reinforce skills and knowledge learned from the teacher. The crucial question is how many hours per week are needed

for direct instruction from the teacher ofthe visually impaired. Today, many educators are saying that every blind and

visually impaired student should have at least one hour per day ofinstruction from the teacher ofthe visually impaired.

Any less than this, places the student at risk for not learning skills unique and necessary for blind and visually impaired

persons. Some students are going to need more than an hour a day. What about them? Does your itinerant teacher

have a schedule that is so flexible that she can provide for those students who have intensive needs?

What are the resources available to the student from the school district? Are they adequate to meet the child's

needs? Ifnot, will the district increase its resources to meet those needs? Ifthis is not possible, will the district refer the

child to a program (such as the residential school) that can meet the intensive needs ofa child? Is the district reluctant

to make an out-of-district referral because it feels like failure? What ifthe district is doing all it can, and still cannot meet

the unique, intensive needs ofa child?

Can we, you and I, discuss this child's needs on a level playing field? Are we both able to say that inclusion is simply

one more option for placement and should be the goal, but may not be appropriate for all students? Can we agree that,

for those children appropriately placed in a school for the blind, that is their Least Restrictive Environment (LRE)? Can

we both say that philosophy does not drive our decisions, but consideration for the individual needs ofa child is how
we make decisions about placement.

I wish you and the family well in your decisions. Please let me know if I can provide you with further information or

clarification.
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Legislative Update
Compiled by Edgenie J. Bellah, Program Consultant, Texas Commission for the Blind

and Cyral Miller, Director of Outreach, Texas School for the Blind and Visually Impaired

This year parents and professionals will want to stay current on both Federal and State legislative actions, as the

Texas Legislature will come back into session January 2001

.

The American Foundation for the Blind's "Words from Washington" recently reported on two federal issues of

interest. The first is pending Federal legislation that would allow qualifiedO&M specialists, rehabilitation teachers and

low vision therapists to become eligible providers under Medicare. This would result in the professionals being reim-

bursed from Medicare funds, which can be used to meet the budget needs. HR2870, the Medicare Vision Rehabili-

tation Coverage Act of 1 999, has over 1 00 co-sponsors in the House. To see the text ofthe current draft, you can go

to <http://www.medicarenow.orgadvocacy_legislation_bill.htm>. This bill would, for the first time, include vision re-

habilitation services under the Medicare program. Once passed by the House, this bill will move to the Senate for its action.

The second is that the Federal Communications Commission (FCC) has adopted rules for large broadcast stations

and program distributors, to increase the availability ofvideo description for television. With video description, narra-

tion inserted into television programming describes actions or visual clues to supplement dialogue and soundtracks.

Using a separate channel, viewers can access critical information that enhances their television programming. The new

rules, to go fully into effect by April 2002, will require a minimum offifty hours per quarter (about four hours a week)

ofprime time and/or children's programming for large broadcasters in twenty-five major television markets. Rules will

also increase accessibility ofemergency information.

Another Federal issue we have been following that has tremendous impact on the lives ofTexans is Medicaid.

There are efforts underway nationally to extend health care coverage to more children through Medicaid and the

Children's Health Insurance Program. All states were expected to have CHIP completely implemented this fall, or

they would have to pay back whatever was not spent. Because the CHIP program was approved by the U.S.

Congress when the Legislature's session had already ended and Texasjust started enrollment in the spring, it has been

reported that our state may have to pay back a significant portion ofCHIP funding for missing the deadline. Unless

efforts in Congress to extend the deadline for implementation ofCHIP to bigger states such as Texas and California are

successful, the loss ofrevenue could cut down on future efforts to secure health care coverage for children now falling

through the cracks.

There is also a pending federal lawsuit on Texas' implementation ofMedicaid for children, and it appears likely that

there will be legislation proposed in the next State legislative session to address concerns with this program. Ifyou are

interested in learning the specifics ofthe Medicaid lawsuit, you can go to <http://www.main.org/txchip/index.html>.

Another hot topic families will be called to voice their opinions on is a movement to simplify Medicaid. The Texas

CHIP Coalition is committed to making the TexCare Partnership a success for our uninsured children. However,

unless the eligibility process for children's Medicaid is simplified to mirror that ofCHIP, the TexCare Partnership will

not reach its fullest potential. The Texas CHIP Coalition's proposal is simple - make the application processes for

children's Medicaid and CHIP the same, so when a family mails in a TexCare Partnership application, it is complete.

Other proposals include allowing mail-in applications and recertifications, making the verification and documentation

policies identical to CHIP, eliminating the asset test, and adopting twelve months continuous eligibility.

Ofparticular interest to our readers are the following three state issues:

• Once the Texas Legislature gathers in January, we may see further debate on the benefits ofspecialized

services for people who are blind. Given past legislative experiences, legislation may be proposed to further

consolidate health and human services.
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The Texas special education system recently updated State Commissioner rules affecting special education,

in part to more closely align them with the Federal Individuals with Disabilities Education Act, amended in

1 997. Proposed changes were opened for public comment in early fall, and by the time you read the final

amendments to 1 9 TAC Chapter 89, Adaptations for Special Populations, Subchapter AA. Special Educa-

tion Services may be posted on the TEA website at <www.tea.state.tx.us/rules>. There were changes

proposed in the eligibility criteria for visual impairment and deafblindness as well as significant revision of

sections detailing procedures for provision ofservices to students placed by their parents in private schools.

The new Commissioner rules mention certified teachers ofthe visually impaired as necessary team members

for many parts ofthe special education services provided to visually impaired and deafblind students. The

State Board for Educator Certification has been reworking the entire teacher certification process in Texas for

both regular and special education. Information provided by the Alliance ofand for Visually Impaired Texans

(AVIT) indicates that the SBEC is planning to continue requiring specialized credentials for these teachers.

That is good news for those who were apprehensive that this kind ofexpertise might no longer be required.

However, there is a concern that decisions about how the VI credentials will be defined will be made too late,

after revamping all the other systems for regular and generic special education teacher certification. Without

quick action, there will be a time while systems for teacher certification in visual impairment are being de-

signed and implemented during which no new teachers will be approved, aggravating an already existing

shortage in VI teachers.

Any legislative session brings the promise ofsurprises. Families and professionals who want to stay informed can

research legislation at <http//www.capitol.state.tx.us> and be prepared to contact their Representatives and Senators

to advocate for services they feel are important.

National Braille Press Meeting the Growing Demand for Braille

Reprinted with permission from National Braille Press Website
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To achieve full participation in the work place, family activities, and civic affairs, blind people need access to the

printed word. For persons with total or profound loss ofsight, braille is the only medium for true literacy. They cannot

see large print, and although tape recorders and synthesized speech have tremendous benefits, they are no substitute

for real reading. The tape recorder did not cause sighted people to abandon print, nor did the radio displace newspapers.

Braille also gives blind people more options in life. Recent studies have demonstrated the close correlation between

early braille literacy and higher employment rates and income, and more time spent on reading in adulthood. For

example, in a survey ofadults age 1 8-55 who were blind since infancy, those who reported extensive use ofbraille had

a far lower unemployment rate (33%) than did the group as a whole (58%).

As the benefits of braille literacy have become better understood, blind people, parents, and others have led a

national movement to ensure that blind children have the opportunity to learn braille in public schools. Currently,

twenty-nine states have passed braille literacy bills. This new legislation, advances in technology, and the spirit of

accommodation inspired by the Americans with Disabilities Act have escalated the demand for braille.

THE ROLE OF NATIONAL BRAILLE PRESS

Materials in braille used to fall into three categories: religious publications, leisure reading, and schoolbooks. Na-

tional Braille Press was founded in 1 927 to provide blind people with practical information to be responsible and

productive citizens. Our books, often developed with blind people as authors or co-authors, are distinct for their

subject matter, quality of braille, readability, and affordability.
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Although books in braille are more expensive to produce than print, we adhere to a policy ofcharging prices no

higher than those for comparable editions for sighted readers. Charitable gifts and grants make up the difference.

We also transcribe magazines, menus, guides, government documents, and other print items in a self-sustaining

contract services program. Nearly halfofour employees are blind and fill positions at all levels in our organization.

PROGRAMS

Children's Braille Literacy, our literacy program, instills readiness and motivation to read. We re-manufacture

classics and contemporary picture-story books, donated by publishers, in alternating print and braille pages. These

unique books enable parents and children, whether sighted or blind, to read together in the home. Through the catalog,

which is available at <www.nbp.org>, families can find interesting publications such as: Humpty Dumpty and Other

Touching Rhymes, Just Enough To Know Better, and How to Do Homework Without Throwing Up.

We are also celebrating our tenth year having a children's braille book club! Each month, we offer a new print-

braille title for ages preschool through third grade, and for the same price as the print book! Membership in the club is

free, entitling you to receive monthly print or braille notices, which describe the book ofthat month. You can order it

ifyou want, or not. There is no obligation to buy. Or, you canjoin the club and automatically receive a print-braille

book each month for $ 1 00.00. Charge your membership today and start building a library for the whole family.

Computer Access

A variety oftechnical manuals, reference cards, and guides help blind people get started and keep abreast with

software and Internet applications. These publications are particularly important forjob readiness and performance.

Self-Help

Among our most popular materials are books for self-improvement and life-long learning. They include books and

periodicals on employment and thejob search, health and wellness, child care, consumer guides, handicrafts, current

affairs and writing.

For more information about the National Braille Press, please call (800) 548-7323 or access the website at

<www.nbp.org>.

New List for Blind Parents Now Available

The Committee on Parental Concerns and the National Federation ofthe Blind announced recently that they are

sponsoring a blind parent mailing list that creates a forum for blind parents to share their experiences. Topics may
include but are not limited to solving logistical problems (such as how to manage a couple ofwiggly toddlers at a

shopping mall when you need one hand for your cane and the other to carry packages) and emotional issues (such as

dealing with the public, handling a child's embarrassment about blindness, etc.). Parents are also encouraged to share

resources such as arranging the exchange ofprint/braille books. There will also be occasional posts concerning topics

ofinterest to blind persons and/or members ofthe National Federation ofthe Blind.

To subscribe to the list, send a message to <listserv@nfbnet.org>. In the body ofthe message put: subscribe

blparent (speech synthesizer users note that listserv has 8 letters, no "e" on the end, and "blparent" is b-1-p-a-r-e-n-t).

You can also reach theNFB NET BBS via the World Wide Web at <http://www.nfbnet.org>, via FTP at <ftp://

ftp.nfbnet.org>, or by pointing your Telnet client to <nfbnet.org> or <209.98.54.33>. You can also call using a

conventional modem by dialing (612) 869-4599.
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Mail ore-mail your new classifieds to Jim Durkel at:

TSBVI Outreach, 1 100 West 45th St., Austin, TX 78756, orJimDurkel@tsbvi.edu.

An up-to-date Statewide Staff Development Calendar is posted on TSBVI's website at <www.tsbvi.edu>.

2001 Texas Symposium

on Deafblindness

"Communities and Connections"

at the Radisson Hotel Central Dallas

February 16-17,2001

Texas Deafblind Outreach invites parents, adult family

members, and professionals serving or planning to serve

individuals with deafblindness (ages 0-22) to attend this

event which features state, national and international

speakers such as Dr. Jan van Dijk, Dr. Linda Mamer,

Dr. Sandra Davenport, Sally and Andrew Prouty, Tom
Miller, Barbara Miles, Steve Perreault, Marsha Dunn

Klein, Marlyn Minkin, Dr. Lauren Lieberman, Millie

Smith, Cathy Allen, Edwin Carter, Rosie Yanez, and

others. This conference features general and breakout

sessions on topics such as interveners, van Dijk

methodology, sexuality, mental health issues, family life,

eating issues, recreation and fitness, self-determination,

use of routines and calendars, adult services,

CHARGE, Usher, and Congenital Rubella Syndromes.

Co-hosting our Friday evening social will be the Deaf-

Blind Multihandicapped Association ofTexas. There

will be a variety of opportunities for networking and

socializing including an awards banquet on Saturday

honoring individuals who have made a difference in the

lives ofTexas children with deafblindness.

Registration, travel and child care funding assistance is

available to parents and other adult family members

from Texas who wish to attend. Limited spaces are

available to out-of-state participants.

Registration Rates:

Parents, Family Members, Professionals - $1 50

Paraprofessionals - Free

Out-of-State Participants - $250

Registration Deadline: January 10,2001

INSITE:
A Home-Based Model

for Infants, Toddlers & Preschoolers

Who Are Sensory Impaired

with Other Disabilities

This six-day training is for professionals who work with

these children and their families. Ifyou are interested in

attending this training or bringing this training to your

area, call Gigi Newton at (512) 206-9272, or e-mail

her at GigiNewton@tsbvi.edu.

Houston, Texas

Part II- Jan. 30-31

&Feb. 1,2001

Contact: Jake Pino

(713)744-6378

Mt. Pleasant, Texas

Parti- June 4-6, 2001

Part II -June 27-29, 2001

Contact: Donna Clopton

(903)572-8551

Austin, Texas in May 2001

Moving the Edge
2000 Annual TASH Conference

December 6-9, 2000

The Fontainebleau Hilton Resort and Towers

Miami Beach, Florida 33140

For more information

Call: (800) 482-TASH (8274) or (410) 828-8274

Website: <www.tash.org>

This year's TASH offers over 300 cutting-edge ses-

sions on issues that affect the lives of people labeled

with disabilities, with particular focus on those who have

been labeled with "severe or multiple" disabilities. Pre-

senters include people with disabilities, parents, educa-

tors, researchers, direct support professionals, and many

committed and knowledgeable others who work every-

day to ensure the full participation of all! They will be

offering practical strategies and information that you can

put to use immediately. Representatives of many of the

leading disability-related manufacturers, publishers, and

suppliers will also be exhibiting.
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Spring Short Classes at TSBVI

I. Technology Week (secondary students)

JAWS for Internet - February 25-March 2

II. Math Week (secondary students)

Adaptive Tools& Technology for

Accessible Mathematics - April 1-6

III. One-week individualized instruction

on specific IEP objective

Students receive one-on-one intensive instruction

in any disability-specific IEP objective(s)jointly

selected by the LEA and TSBVI.

* High School Students January 2 1 -26

* Middle School Students February 4-9

* Elementary School Students March 1 8-23

For additional information, contact:

Dr. Lauren Newton, Principal ofSpecial Programs

phone: (512)206-9119

e-mail: LaurenNewton@tsbvi.edu

REGIONALWORKSHOPS
December 1, 2000

Assessing Technology Needs

ofStudents with Visual Impairments

Location: Region IV ESC, Houston, TX
Presenters: Debra Leff, Region XIII ESC
and Cecilia Robinson, Region IV ESC
Contact: Cecilia Robinson, (713) 744-6379

December 5-6, 2000

Putting the Pieces Together:

Effective Teaching Strategies

for Children with Severe Disabilities

Location: Region I ESC, EdinburgTX
Presenters: Sharon Davis, Michelle Goebel

and Theresa Spong, Region III ESC
Contact: Peter Graves, (956) 984-6165

December 11, 2000

Braille-N-Speak: Beyond the Basics

Location: Region XIII ESC, Austin,TX
Presenter: Debra Leff, Region XIII ESC
Contact: DebraLeff, (512) 919-5354

December 14-16, 2000

The Arc of Texas and Region XX ESC Present

The 8th Annual Inclusion Works! Conference:

Diversity Shines

Location: San Antonio, TX
Contact: (800)252-9729

January 24,2001

Gathering Information and Programming

for Students with Visual Impairments

and Profound Disabilities

Location: Region X ESC, Richardson, TX
Presenters: Jenny Lace and Robbie Blaha, TSBVI
Contact: Kitra Hill Gray, (972) 348-1 580

January 25, 2001

Meeting the Unique Needs of Students

with Hearing and Visual Impairments

Location: Region X ESC, Richardson, TX
Presenters: Jenny Lace and Robbie Blaha, TSBVI
Contact: Kitra Hill Gray, (972) 348-1 580

January 29, 2001

Intermediate Level: Using Routines with Students

with Multiple Impairments

Location: Region XIII ESC, Austin, TX
Presenter: Millie Smith

Contact: DebraLeff, (512) 919-5354

January 31, 2001

Beginning Level: Using Routines with Students

with Multiple Impairments

Location: Region XIII ESC, Austin, TX
Presenter: Millie Smith

Contact: Debra Leff, (512) 919-5354

April 9-11, 2001

Cognitive/Communication Assessment and

Interventions for Children with Multiple

Disabilities

Presenters: Dr. Charity Rowland

and Dr. Phil Schweigert

Location: College Station Conference Center,

College Station, TX
Contact: Nodya Thornton, (936) 293-3787

April 19-21,2001

TAER Conference

Location: Omni Hotels, Corpus Christi, TX
Contact: Pamela Broadston, (806) 742-2345

<
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SEE/HEAR
published quarterly: February, May, August, and November

Available in Spanish and English on TSBVI's website at <www.tsbvi.edii>.

Contributions to the newsletter can be mailed or e-mailed to section editors at:

TSBVI Outreach

1100 West 45th St.

Austin, TX 78756

Deadlines for articles are:

December 1 st for the Winter edition

March 1 st for the Spring edition

June 1 st for the Summer edition

September 1 st for the Fall edition

Production Staff

Editor-in-Chief- Kate Moss (512) 206-9224;

KateMoss@tsbvi.edu

Layout Editor - Craig Axelrod (5 1 2) 206-9435;

CraigAxelrod@tsbvi.edu

TCB Editor - Edgenie Bellah (512) 377-0578;

edgenie.bellah@tcb.state.tx.us

Website Editor - Jim Allan (5 1 2) 206-93 15;

JimAllan@tsbvi.edu

The audio version ofSEE/HEAR is provided by

Recording for the Blind and Dyslexic, Austin, TX.

Section Editors

Family - Jean Robinson (512) 206-9418;

JeanRobinson@tsbvi.edu

Programming - Ann Rash (5 1 2) 206-9269;

AnnRash@tsbvi.edu

and Gigi Newton (5 1 2) 206-9272;

GigiNewton@tsbvi.edu

Syndromes/Conditions - Kate Moss (512) 206-9224;

KateMoss@tsbvi.edu

News & Views - Edgenie Bellah (5 1 2) 377-0578;

edgenie.bellah@tcb.state.tx.us

Classified- Jim Durkel (512) 206-9270;

JimDurkel@tsbvi.edu

Ifyou no longer wish to receive this newsletter,

please call Beth Rees at (512) 206-9103 or

e-mail her at BethRees@tsbvi.edu.
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Kate's Corner
It's a new millennium, and I am acutely aware ofchanges occurring all around me. Some are good, some not so

good, and some are both. People retiring from successful careers to have more time to enjoy life, is a good thing.

When the person retiring has been a mentor and constant star in your constellation, the change feels bad. Annie Wade

(parent, TCB caseworker, and former Outreach Family Specialist) has retired. I have mixed feelings about this. She

is taking offon the next big adventure in her life. When I think ofher leaving us on our own, I become incredibly upset

about this change. Then I tell myself, "IfIplay my cards right, I can still talk her into a bit ofwork here and there."

Annie, I know I speak for all ofthe Outreach staff, TCB staff, and the educators and families you have served, when

I wish you the very best in your next phase. I hope you really kick back and relax. But ifyou get bored, call me.

Kate's Corner - continued on page 37
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Editor 's note: The three articles thatfollow are written by parents and a student who attended the Second

Annual Blind and Visually Impaired Sports Extravaganza which took place in the Dallas-Ft. Worth area in

October, 2000. This event was organized by Region 10 Education Service Center and the major sponsors

included the Lions International District 2-X1, Irving ISD, and Dr. Pepper. It was held at the Nimitz High

School in Irving, Texasfor individualsfrom all over Texas. This event included competitive eventsfor school

age students such as 25, 50, and 100 meter dashes, longjump competitions, shot put and soft ball throw, 25

meter walk, wheelchair obstacle course, archery, beep ball, and goal ball. For infants and toddlers there were

a variety ofstructured activities such as aparent-child obstacle course. Participants had an opportunity to vie

forfirst, second, and thirdplace medals in each event, but all participants received ribbonsfor participating.

Region 10 staffinitiated the first Sports Extravaganza in response to the needfor increased emphasis on

compensatory skills developmentfor blind and visually impaired children and youth. While improved aca-

demic performance may appear to be the major goal ofcompensatory skills development, the Sports Extrava-

ganza is aimed at lowering the barriers visually impairedyoungsters encounter in physical activities and ath-

letic events. Limited vision prevents their physical imitation of the movements of others. This frequently

delays their motor development, resulting in a lack of coordination and a feeling of discomfort in physical

activity. Avoidance ofphysicalfitness activities and the choice ofinactive leisure activities is a natural conse-

quence. Ifyou oryour child is interested in the Sports Extravaganza, contact Kitra Gray at Education Service

Center Region 10 in Richardson at (972) 348-1580.

Fun for All Ages

By Marsha Lindsey, Parent, Carrollton, Texas

<marsha@lindseyfamily.net>

On Saturday October 14, 2000, Region 10 Education Service Center held the 2nd Annual Sport Extravaganza at

Nimitz High School in Irving, Texas. The day was warm and windy with the sun peeking out ofthe partly cloudy skies.

We wore shorts and tee shirts anticipating a fun-filled day. My two-and-a-half-year-old son, Bryan, was signed up to

participate in the obstacle course event that began at 1 0:00 a.m. Upon registering, Bryan received a tee shirt which he

loved putting on and wearing. It made him feel special. He is special every day, but maybe more so on this day ! As

a parent ofa visually impaired child and as a visually impaired person myself, I knew that my son would have tons of

fun. But I truly did not know what to expect. I had only attended events such as this as a student at Texas School for

the Blind and Visually Impaired. So for me to go to the Sport Extravaganza as a parent, was an exciting, new

experience. I never once thought that I would be having more fun than Bryan. I got to see my son do many things that

he would not normally get to do. Itwas also wonderful for Bryan's daddy, Chance,who loves to see his son excel in all things.

Earlier, the day started with events in track and field for students 6 to 22 years ofage. There were many students

from all over the state ofTexas including TSBVI, Denton, and Irving. Many medals were given in the track and field

events to speedy students who had a variety ofvisual impairments including those with multiple disabilities. It seemed

that the sun would come out every time a student would receive a medal, which was often. My son, Bryan, being only

two-and-a-halfat the time, participated in the obstacle course. He was not the only little one having fun doing all ofthe

obstacle course challenges. Due to Bryan's vision, he did have some difficulty with the course, but he had fun trying his

best. And he did a great job. He even received a special medal from Kathy Rodriquez from Region 1 0. Though

Bryan will probably not remember the event, I will be able to show him that he was an athlete at an early age. Also

Bryan's O&M instructor ,Tricia Leone, was there to help him negotiate the obstacle course. So Bryan had many

people cheering for him. The one thing that was so meaningful at this event was the encouragement ofthe bystanders.

It was more important for the children to have fun than to win. Because in the eyes ofthe parents, sponsors, and

volunteers every child, no matter the disability, was special, and was urged to do his/her very best.
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After a morning full ofevents for the little ones and the young adults, lunch was served. The Lions Club provided

lots ofgreat food including hamburgers, hot dogs, chips, and cookies. Bryan ate more food than I have ever seen him

eat, and normally he is a very picky eater. Ofcourse, after doing the challenge course numerous times, he was hungry.

During lunch, Chance and I were able to have some adult time. We talked to Bryan'sO&M instructor and Teacher of

the Visually Impaired in a way that we had not been able to before. It was still a parent/teacher relationship but it felt

more relaxed. We were able to learn more about these people who were working with our son. It was very important

forme to have this time, since I normally see his instructor in a more formal way in our home or at school.

I saw many people, including former teachers, whom I had not seen in years. They did not know that I had

children. I am now the mother ofthree children including Bryan. It was a good time for both my husband and me.

After we finished eating and chatting with old friends and new, Bryan was tired from so many runs ofthe obstacle

course, and we decided to leave. The events continued on without us, and many more students won medals. The

students had fun even though they could not all win "the gold." Being able to participate and compete with other

students with similar challenges was the best part.

t
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I would like to say that I hope in the future that there are more events like this. Not so much forme but formy son,

so that he can be challenged by the different physical activities. I would also like to say thank you to Region 10 for

sponsoring the event and to the Lions Club for the wonderful food. And another thank you must go to the volunteers

who helped make this a wonderful event. It could not have happened without all ofyou. It truly was a FUN DAY
FOR ALL AGES!!!

A Proud Mom
By Ann Elliott, Parent, Wichita Falls, Texas

<ELLTANN@juno.com>

My husband, Dale, and I had the privilege ofaccompanying our son, Caleb, to Irving, Texas for Sports Extrava-

ganza, October 1 3 & 1 4, 2000. Caleb is blind; therefore, he was eligible to participate in the sporting events. He was
in the 10-12 age group. The events for this group included 1 00 meter run, 50 meter run, and 25 meter run. They also

competed in standing broadjump, beep ball find, softball throw, hitting a beep ball offa T, and some areas ofgoal ball.

This event, following on the heels ofthe Australian Olympics, did not pale in comparison. I was moved to see the

pride and the effort put forth by every athlete. It was obvious they had done a great deal ofpreparation. The coaches

and the officials took theirjobs very seriously. They expected a lot from the athletes and were not disappointed. The

rewards for the hard work came when awards were presented. The proud athletes took their rightful positions on the

podium and were presented with Gold, Silver, and Bronze medals. Fourth place received a ribbon. It was very

moving to see the pride on the faces ofall the children. This was an environment where they could compete with their

peers, and "may the best one win." It did not matter that some were blind, visually impaired, or even in wheelchairs.

Every one put forth their greatest effort and was rewarded. One ofthe greatest rewards was the boost in self-esteem!

The goal ball tournament for the older athletes was held on Friday night. The competition was fierce with every

team playing as hard as possible. There were teams from as far away as theNew Mexico School for the Blind.

Caleb came home with three silver medals, two bronze medals and one ribbon. He has shared these with his sixth

grade class and a kindergarten class where he is a mentor. Every child was properly impressed. I don't think I have

ever seen such a sense ofpride in my child. He competed as hard as he knew how and was rewarded.

I would like to take this opportunity to thank all the staff, the Lions Club ofIrving for furnishing such a fine lunch, and
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all the teachers who accompanied the athletes and cheered them on. Without all ofyou, this event would not be

possible. Without you, many children would not have been able to travel to Irving. Without you, our kids would not be

where they are today. Thank you!

!

A Proud Athlete

By Caleb Elliott (age 1 1 ), Wichita Falls, Texas

<calebelliott@juno.com>

I really enjoyed participating in Sports Extravaganza in Irving, Texas. It was held on October 1 3th and 14th. I

participated in the 1 00 meter dash, standing longjump, 50 meter dash, soft ball throw, beep ball stop, beep ball hit for

distance, goal ball stop and goal ball roll. I enjoyed watching the goal ball events with the older kids.

My coach was Mr. Kaster. He is my Adaptive P. E. teacher at Ben Milam Elementary in Wichita Falls, Texas. He

met me in Irving. I won three Silver medals, two Bronze medals, and one fourth place ribbon. We stood on a platform,

and they put the medals around our necks, just like the Olympics! It was really neat!

Ten Common Mistakes Parents Make During the IEP Meeting

By Matt Foley, M.Ed and DeAnn Hyatt Foley, M.Ed., Parents, Lubbock, Texas

Reprinted with permission from Mr. and & Mrs. Foley

and Jenison Public Schools, Jenison, Michigan, article from The Morning News, Fall 1999

Editor s note: Matt and DeAnn live in Lubbock, Texas. They have been marriedfor seventeen years and

have one son, Ryan, who is fifteen and in the ninth grade. Matt is a Licensed Professional Counselor with a

M.Ed, who is inprivate practice. DeAnn has her M.Ed, in Special Education and has been the West Texas Area

Development Directorfor the PATH Project since 1993. The PATHProject isfunded through the U.S. Depart-

ment ofEducation in Washington D. C. and is a Parent Training and Information Centerfor Texas. Currently,

Matt and DeAnn areforming social skills groupsfor adolescents with Asperger s Disorder and related disor-

ders. Matt and DeAnn have also developed a workshop that teaches parents and educators the special educa-

tionprocess. Their workshop has beenpresented throughout Texas, at Yale University Autism Conference, and

in Hawaii. I'm anxious to see them present as a couple and to read their book which will be published next

year.

When our son was diagnosed with PDD-NOS (Pervasive Disability Disorder-Not Otherwise Specified) in 1 990,

we found ourselves ill-equipped for our new role as advocates for our son. Our first IEP (Individual Education

Program) meeting was overwhelming. We found it very difficult to follow what the educators were talking about. We
certainly did not know what our role was in the process. We had the expectation that the trained educators ofour IEP

team would make the best possible decisions for our son's education. Six months later it became abundantly clear that

the decisions we had agreed to in the IEP meeting were not the best for our son's education. It was at this time that we

began to educate ourselves about PDD-NOS and the Individuals with Disabilities Education Act (IDEA). In 1 993 we

began working with other parents to help them become informed about their child's disability and the educational laws

that are in place to provide a Free Appropriate Public Education.

It is important that parents become informed and involved in their child's education. There are many sources of

information and support in your state. However, the more skills you have and information you learn, the betteryou can

advocate for your child. Over the past few years we have found that parents tend to make some common mistakes

during the IEP meeting. The following is a list often common mistakes.
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1. Believing the professionals are the only experts

It can be very intimidating to sit at a table with several educators and professionals. Professionals/educators do

bring a great deal ofknowledge and experience to the table. Though most parents do not have a background or

degree in education, they have a great deal ofknowledge and experience regarding their child. Parents are the experts

in their own right. They provide historical information and the big picture from year to year. They know what works

and does not work with their child and can be a great asset to the IEP team.

Parents also have an intuitive sense as to what is appropriate for their child. After working with parents for nine

years, we are still amazed at how parents are usually intuitively correct about what will work for their child. We
encourage parents to follow their hunches, ifsomething does not sound right, check it out. Usually after some research

parents will discover their hunch was correct.

2. Not making requests in writing

Any request a parent makes needs to be in writing. This includes requests for assessments, IEP meetings, corre-

spondence, related services, etc. Written requests are important because they initiate timelines that the school district

must follow in response to your request. This will also create a paper trail. When you write a letter be sure to send it

certified mail. When you have a discussion by phone with a school official, write a letter that briefly outlines what you

talked about. Documenting your conversations helps prevent miscommunication.

Documenting requests (i.e., teaching assistant, speech, etc.) for the IEP committee clarifies to the committee what

you are requesting and allows you to use your own words (as opposed to the note taker paraphrasing your request).

We encourage parents to type exactly what they think their child needs and list why they think it is educationally

necessary. This helps parents think through why they are requesting a service for their child. Have the IEP committee

record the written request as part ofthe IEP. At this point, the IEP committee has one oftwo choices; the committee

can accept or deny the request. Ifthe committee denies the request then they must follow the procedural safeguards in

IDEA and provide written notice ofwhy they are denying the parents' request. This method makes it difficult for an

IEP committee to tell parents "no" without thinking through the options. Ifthe request is not written down then the

school district is not obligated to provide the service. Make sure you write it down.

3. Not being familiar with Prior Notice section of the Procedural Safeguards (34CFR300.503)

All sections ofthe Procedural Safeguards are important to parents. This particular section gives parents some

leverage during IEP meetings. Whenever parents make a request for their child in the IEP meeting, the IEP committee

is required under Prior Notice to provide the parents with written notice within a reasonable period oftime. The notice

must include the following:

"(b) Content ofnotice. . .

(1) A description ofthe action proposed or refused;

(2) An explanation ofwhy the agency proposes or refuses to take the action;

(3) A description ofany other options that the agency considered and the reasons why those

options were rejected;

(4) A description ofeach evaluation procedure, test, record or report the agency used as a basis

for the proposed or refused action;

(5) A description ofany otherfactor that is relevant to the agency's proposal or refusal . .

.

(34CFR300.503)" .

We have found many instances where a parent requests an assessment or service only to have the IEP team tell the
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parent it cannot be done. By making all requests in writing and by requiring the IEP team to provide Prior Notice, the

parent makes the team accountable for its decisions. This practice also takes issues out ofthe emotional arena,

allowing all team members to focus on IDEA standards.

4. Requesting a related service instead of an assessment that supports the need for a related service

Many times parents will request services such as speech, occupational therapy, physical therapy, etc. in the IEP

meeting. Frequently the IEP committee will respond by stating that the student does not need the service. We
recommend that parents do not request the service but request the assessment that supports the need for the related

service. For example, instead ofrequesting speech for your child request a speech assessment.

Only a certified or licensed professional is qualified to determine ifa child needs or does not need a particular

related service. As in number 2, list the reasons why you think an assessment is educationally necessary for your child

and submit your request to the IEP committee as part ofthe IEP.

5. Accepting assessment results that do not recommend the services you think your child needs

Sometimes parents receive assessment results that do not accurately describe their child and/or do not recommend

the amount and duration ofservices the parents think their child needs. Under 34 CFR 300.502 Independent Educa-

tional Evaluation (IEE), parents ofa child with a disability have the right to obtain an independent evaluation at public

expense ifthey disagree with the results ofthe school's assessment. When the parent requests the IEE (in writing) the

school has one oftwo choices; they may either provide the IEE in a reasonable period oftime, or they may take the

parents to due process. When an IEE is agreed upon, parent and school must come to an agreement as to who is

qualified to assess the student. The examiner for an IEE cannot be employed by the school district. Parents should

request the school district policy on guidelines and qualifications for their examiners.

6. Allowing the assessment information to be presented for the first time at the IEP meeting

Parents are entitled to have the assessment information explained to them before the IEP meeting. We encourage

parents to have the person who administered the assessment give them a copy ofthe report and meet with them to

explain the report several days before the IEP meeting. This enables the parents to think through the information before

making decisions for their child. Ifall IEP decisions are based on the information from the assessment, it only makes

sense for the parents to be knowledgeable and informed about the assessment results in a way they can understand.

7. Accepting goals and objectives that are not measurable

Measurable goals and objectives are paramount for your child's IEP. Without measurable goals and objectives, it

is difficult to determine ifyour child has had a successful school year. In working with parents, we have encountered

many IEP goals and objectives that are not measurable.

All goals and objectives come from assessment data. Assessment has four different components:

1) Formal assessment (i.e., WIAT, Woodcock-Johnson, Brigance),

2) Informal assessment (i.e., classroom work),

3) Teacher/parent observation, and

4) Interviews.

After the information has been collected about the student, it is compiled into an assessment report. Recommenda-

tions on how to work with the student are listed toward the end ofthe report. Ifyou receive an assessment report that

does not give you recommendations for potential goals and objectives, the assessment is not complete.

After the assessment has been completed, the IEP committee determines the student's present level ofperformance

6
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(PLOP) and states what the student is currently able to do. The committee then develops the IEP goals and objectives.

The goals state what the student is expected to accomplish by the end ofthe year. Objectives break the goal down into

increments. For example:

PLOP: Based on the Brigance and classroom work Johnny is currently able to read on a fourth grade level with

90% mastery.

Goal: By the end ofthe school year Johnny will be able to read on a fifth grade level as measured by the Brigance

and classroom work with 80% mastery.

Objectives:

• By October 1 , Johnny will be able to read fourth grade, second month level with teacher assistance as mea-

sured by the Brigance and classroom work with 80% mastery.

• By January 1 , without teacher assistance Johnny will be able to read on a fourth grade, sixth month level as

measured by the Brigance and classroom work with 80% mastery.

S!
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A method ofdetermining ifyour goals and objectives are measurable is to ask someone who is not on your IEP

team to read them (i.e., a teacher, another parent, advocate, etc.). Then ask, " Hypothetically, ifyou were to go into

the classroom, would you be able to see my child working on these goals and objectives?" Ifsomeone outside ofyour

IEP team cannot answer "yes", then your goals and objectives are not measurable.

8. Allowing placement decisions to be made before IEP goals and objectives are written

Many times after assessment information is discussed, the IEP committee will determine the child's placement.

Goals and objectives are always written before placement is discussed. To ensure that the child is placed in the Least

Restrictive Environment (LRE) the IEP committee must determine:

• Which ofthese goals and objectives can best be met in the general classroom?

• With the remaining goals and objectives that cannot be met in the general classroom the committee determines:

Which ofthese goals and objectives can best be met in the general classroom with modifications and support?

This line ofinquiry continues until all placement options have been decided upon for all the goals and objectives.

The committee must always start with the LRE and then work toward a more restrictive environment as necessary.

IDEA is very clear that the IEP committee must always consider the general education classroom as the first option for

students with disabilities.

9. Allowing your child's IEP meeting to be rushed so the school staffcan begin the next child's IEP meeting

This practice is particularly common at the end ofthe school year when educators are frantically trying to have IEP

meetings for all the students who receive special education services. IEP meetings may be held one right after another.

There is no problem with this practice as long as the members ofthe IEP team feel that all issues have been adequately

discussed. Many times, however, parents feel rushed. It is important that all issues are adequately addressed before

ending the IEP meeting. When the educators have not given themselves adequate time to address all relevant issues,

request that the IEP team meet again at a more convenient time to further discuss your child's education.

10. Not asking a lot of questions

It is very important to ask questions and lots ofthem. Educators use many terms and acronyms specific to special

education. Parents may become confused when these terms are used during the IEP meeting. This can add to the

frustration that a parent may already be feeling when they do not understand what is being said. It is important to ask

what the terms or acronyms mean. Unless a parent has a background in special education they are not expected to
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knowthe terms and acronyms. Informed decisions cannotbemade whenparents do notunderstand what isbeing discussed.

The preceding is a short list ofcommon mistakes parents make during the IEP meetings and some suggestions for

avoiding these mistakes. At some point in time we have made all the mistakes listed above. We developed the habit

ofdebriefing after every IEP meeting as to our performance during the meeting. We have gradually accumulated

information and developed skills, and we continue to trust our intuition.

We have found that when parents apply the suggestions listed above while working with their IEP team, they will

see the results. It is important that parents continue to accumulate information and develop skills relating to the IEP

process. Most parents feel overwhelmed by the special education process. Do not be discouraged in your pursuit to

obtain the supports and services your child needs. We found it helpful to break the process down into small steps.

Whenyou use the suggestions listed above you will be thatmuch closer to obtaining your child's Free Appropriate Public

Education. After using each suggestion listed, pat yourselfon the back for becoming an even better advocate foryour child.

Are You Learning to Fish?

By Jean Robinson, Family Support Specialist, TSBVI, VI Outreach

I want to share an e-mail that I received from a parent that describes the benefits she received from attending

training on "Parent Advocacy and Self-Esteem." It was inspiring to me.

The director ofthe Mountain States Parents CAN (website - <www.mspcan.org>), Teri Toothman, knows first-

hand how difficult it is for parents ofchildren with disabilities to get the skills and services their children need. Initially,

Teri's staffdid individual advocacy for parents and they were very successful. Later, the organization began teaching

parents how to advocate for themselves and their children. What led to this change?

Teri found an old Chinese proverb that sums up what their mission is all about. "Give a man a fish and you feed him

for a day. Teach a man to fish and you feed him for a lifetime."

Teri says, "I realized that we were actually doing parents an injustice by not giving them the tools they needed to

advocate for their kids. In response to this discovery, I developed the ParentsAs Advocates curriculum. Our parent

advocates take classes for a year and learn about policymaking, negotiating, educational law, mental health law, and

parent/professional collaboration."

Discussing her growth as an advocate, Teri said, "I remember when I started advocating formy three children and

how hard it was without negotiating skills and education law knowledge. I felt hopeless at these meeting and agreed

with whatever they said because I thought they were the professionals and knew what was best formy child."

"Then I learned educational law. I went into meetings thinking I knew whatwas best formy child andno one could tellme
different. Barriers went up so fast that I didn'tknow whatwas happening. I didn't accomplish anything with that attitude."

"Then I learned negotiating skills. I went into meetings with an attitude that we would work together - and the

barriers started coming down."

"I would be lying ifI said it was a bed ofroses. We still have struggles, but with the skills I have acquired, I have the

strength to go on. Some days, I think about how things should be and how much we haven't accomplished. But a very

dear friend said to me, 'Stop looking at the gravel road ahead, and look at the road you've paved behind you.'"

8
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Dressed to Distress?

By Tara Potterveld, MA, IC/TC, CI and CT, California,

and Marylouise Lambert, BA, OTC, California

Copyright VIEWS, Registry of Interpreters for the Deaf. Reprinted with permission.

"I am a Deafperson who has Usher's Syndrome. I went to a low vision clinic at a prominent research university to

have my eyes checked. A fair skinned interpreter showed up wearing a shirt that was pink on one side and yellow on

the other. Needless to say, I could not see the interpreter's hands against this minimally contrasting background. By

the time my driver ran to the car to get a blackjacket for the interpreter to wear, we were twenty minutes late starting

the appointment."

This Deafconsumer wasjustified in her distress, yet interpreters are not the kind ofpeople who go out oftheir way

to make the lives ofDeafand Deaf-Blind persons miserable. The interpreters we know are caring, conscientious

professionals who strive to do a goodjob in every assignment. Although most Deafpeople have good eyesight and

can tolerate a variety ofclothing colors, we should always be aware that low vision and Deaf-Blind people require

special accommodations.

The Helen Keller National Center inNew York estimates that there are 1 0,000 Deaf-Blind children from birth to

age 2 1 and 40,000 adults. Some studies estimate there are 700,000 individuals, including elderly people with age

related disorders, who lose their vision and hearing. The National Technical Assistance Consortium for Children and

Young Adults Who are Deaf-Blind estimates there are 1 2,000 children and youth who are Deaf-Blind. With numbers

this high, all interpreters should be prepared to encounter Deaf-Blind consumers in the course oftheir work.

Unfortunately, not all interpreters have the pleasure ofbeing guided by the wonderful mentor Virginia Hughes, who

wisely taught interpreters the value ofwearing solid colors that contrasted with their skin. Virginia's contention was

that, as interpreters, we should make it easy for Deafpeople to read our signs. Beginning in the 1 970 's, interpreters at

California State University at Northridge were required to carry solid colored smocks to wear over their street clothes.

There is still value in carrying a contrasting garment to each assignment. Too often good interpreters show up to work

dressed inappropriately for low vision Deafclients.

One ofthe authors ofthis article was called by an agency at the request ofa consumer. The authorknew from prior

experience that this consumer is a person with low vision. The assignment was an event at a "center for the Blind."

When accepting thejob, the interpreter asked the agency to be sure to tell the team interpreter that the Deafconsumer

had difficulty seeing and needed the interpreters to wear clothing that contrasted with their skin. A week before the

event, the Deafconsumer called the agency to remind them to tell the interpreters to wear appropriate clothing to

improve visibility. The day ofthe event, the team interpreter showed up wearing a dark shirt with a flesh colored

jumper over it. The Deafconsumer asked ifthe interpreter "could remove her vest." Unfortunately, since it was a

jumper, not a vest, removing it would have left her working in her shirt and stockings. Luckily, she wore the same size

as the other interpreter and was able to borrow a darkjacket for the assignment. This interpreter, a fine professional

with good skills, felt terrible. The agency had, in this instance, not told her that the consumer had limited vision.

Although the name ofthe organization for this assignment should have given the interpreter a clue, many interpreters

have not had experience working with Deaf-Blind people.

The range ofvision among the Deaf-Blind community varies greatly. Some people are completely without vision

and don't care ifthe interpreter wears polka dots and stripes. But many Deaf-Blind people have limited vision. The

spectrum of differences is broad. Some people with Usher's Syndrome have tunnel vision and can only see the

interpreter when the interpreter is seated directly in front ofthe consumer. Good lighting and contrasting clothing are

vital to communication as is the interpreter's utilization ofa smaller signing space.
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Other consumers with blurred vision may prefer to have the interpreter quite close. A leader in the Deaf-Blind

community mentioned that she, with optic nerve damage, likes to have the interpreters wear soft solid colors such as

medium blue or green. A Deaf-Blind consumer who is coordinator ofinterpreting services at a community college

states that, "Deafconsumers have a number ofcommon and low incidence vision conditions which cause them distress

when interpreters unknowingly wear 'inappropriate' clothing for an assignment. Individuals with conditions such as,

but not limited to, epilepsy and Attention Deficit Disorder, can also be adversely affected by interpreter's clothing."

Theresa B. Smith in her book, Guidelines: Practical Tips for Working and Socializing with Deaf-Blind

People, recommends "...ifyour skin is very dark, you'll want a top that offers as much contrast as possible and at the

same time reflects as little light as possible. A soft cotton top that is medium to light gray color is generally a good

choice. A 'not too bright' yellow is good ... Ifyou have very light colored skin, tops that are black or navy blue are

absolutely the best choice for people with retinitis pigmentosa . . . People with optic atrophy, rubella, or cataracts often

prefer a brighter color such as aqua blue, emerald green, or even dark pink." (p. 1 1 3) Smith also notes that the

clothing fabric should be non-reflective, soft rather than shiny, and that "touchy-feely clothes that are tactually beautiful

are always nice." (p. 1 09) When interpreting for consumers regularly, it is helpful to ask what clothing colors they

prefer the interpreter to wear.

s

A Deaf-Blind professional who uses interpreters regularly and works with Deafpeople who have partial vision

asked that we also include the following guidelines in this article:

1

.

Please do not use scented products. "I rely on my sense ofsmell to capture clues about my environment.

When interpreters use perfume, cologne, or scented hair products, I feel disoriented." Because tactile

interpreting requires that the Deafconsumer and the interpreter sit in very close proximity, smoking any time

prior to the assignment should be avoided and good personal hygiene is an absolute must.

2. Please keep your fingernails short and smooth. "I prefer the interpreters not to use fingernail polish as even

clear polish reflects light."

3. "Because ofreflected glint and glare, which is distracting, I appreciate when interpreters remove body

piercings and otherjewelry when working with me. Unfortunately, even shirt buttons in strong light can flash

bits oflight to my brain, making it hard to concentrate on the signing."

4. Wash your hands thoroughly and often. Germs and diseases are easily spread through contact.

In accepting an assignment, whose responsibility is it to ensure that a low vision Deafor Deaf-Blind consumer's

needs are met? We wonder ifinterpreting agencies could put a note in their database or filing system indicating the

special accommodations required by each oftheir clients. One author ofthis article, after interpreting an assignment for

a Deafconsumer withwhom she had never previously worked, called the agency that had sent her to see ifthey knew

that the consumer had limited vision. The director ofthe agency was surprised. "I have sent interpreters to this

person's appointments for three years andyou are the first one to mention that there are special circumstances. Thank you."

We are proud to be in a profession where our colleagues put so much effort into developing and enhancing their

skills. We appreciate the dedication and hard work ofall interpreters. Those fine skills are oflittle use, however, when

an interpreter arrives at an assignment wearing clothing, jewelry, or nail polish that make it impossible for the Deaf

person to take full advantage ofthe interpretation.

The responsibility for ensuring that a consumer's interpreting needs are appropriately served belongs to the agency,

the interpreter, and the consumer. Ifeach ofthese participants assumes responsibility for making the interpreting

environment the very best possible for the consumer, these special accommodations are more likely to be discussed

and implemented and true professional service rendered.
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The V.LP.s: Visually Impaired Players and Very Important People

By Mary Carrilee Adkins, Vision Teacher, North East Independent School District

and Deborah Thompson, Educational Specialist for the Project for Students

with Visual Impairments, Education Service CenterRegion 20, San Antonio, Texas

In the fall of 1998, Rebecca Kilian-Smith, a Teacher ofthe Visually Impaired in the North East I.S.D. in San

Antonio, made a suggestion to her colleagues with a resulting impact that many would long remember. She suggested

that dance classes might be ofinterest and value to our middle and high school students. A suggestion was made for a

small group, but the ultimate outcome would affect all students with visual impairments in the Education Service Center,

Region 20 (ESC Region 20) area.

WHERE COULDWE START LOOKING FOR A DANCE TEACHER?

Carrilee Adkins, another North East I.S.D. VI teacher, had taught adult and community education classes for the

district formany years. She suggested the Adult/Community Education department as a logical place to begin looking

for a qualified teacher. One name was mentioned - Ms. Pat Wells, dance teacher, judge for international dance

competitions seen on television, and director ofchildren's theatre. A phone call was made, an appointment kept.

Soon, not only were ESC Region 20-funded dance classes a reality, but a dream ofsummer theatre for students with

visual impairments was born. Pat told us that for several years she had conducted summer theatre camps for sighted

students, although she had never worked with students who were visually impaired. Still, she was willing and anxious

to try such a project with our students, making any necessary adaptations and modifications.

NEXT QUESTION -WHO COULD SPONSOR SUCH A PROJECT?
It was definitely more than one school district could handle alone. We approached Deborah Thompson, Educa-

tional Specialist for the Project for Students with Visual Impairments at ESC Region 20. She, in turn, presented a

proposal to members ofthe Region 20 Visually Impaired Regional Advisory Committee, who deemed the project

worthwhile. It was soon realized that additional help with funding was needed. The San Antonio office ofthe Texas

Commission for the Blind (TCB) was invited tojoin the project. Judy Wright, BVIC caseworker, agreed to work with

us, perhaps not truly realizing all the INTERESTING skills she was about to acquire.

RATIONALE AND A BUDGET

Rationale

Before we could really get started, two major items were needed - a rationale for our project (Chart 1) and a

budget. Our rationale, or expectations for the project, was based on evaluation ofdata from informal student surveys

and Regional Student Performance Indicators.

In the area ofvocational skills, students would be expected to exhibit skills required to maintain ajob. These

included punctuality, problem solving, staying on task, following directions, interaction with others (both peers and

adults), following a schedule, etc.

In the area of orientation and mobility (O&M) skills, students would learn safe movement within the theatre

(particularly on the stage), getting to and from the camp each day, and use ofappropriate O&M skills. They would

also need an understanding ofthe body concepts required in the performing arts.

Social skills were emphasized on a daily basis when students were required to exhibit appropriate interactions with

adults and peers in both large and small group activities. They had to exhibit good listening skills, respect for others,

and think ofways to involve parents and other family members in the theatre camp. Theatre skills were addressed as

the students rotated through classes in singing, dancing, acting, and set designing.
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Chart 1 - EXPECTATIONS FORSUMMER VOCATIONAL SKILLS,

SOCIAL SKILLS AND THEATRE PROGRAM
ESC Region 20

Name: D.O.B.:

s
PL)

School District: School/Grade:

Goal:

The student will master appropriate vocational skills through a summer theatre program at the 9-22 years age level,

to be measured by participation in a stage production at completion ofthe program.

Objectives:

The student will exhibit appropriate skills required to maintain ajob:

• punctuality • interaction with employer

• appropriate dress . prompt return from breaks

• problem solving . follow a daily schedule

• following directions . time management

• staying on task . solicit aid

• organizational skills . storage ofmaterials

• job completion in timely manner • retrieval ofmaterials

Goal:

The student will master appropriate social skills through a summer theatre program at the 9-22 years age level, to be

measured by participation in a stage production at the completion ofthe program.

Objectives:

• The student will exhibit appropriate interaction with adults and other students in large group activities.

• The student will exhibit appropriate interaction with adults and other students in small group activities.

• The student will use appropriate listening skills.

• The student will exhibit respect for others.

• The student will communicate appropriately with adults and other students.

• The student will invite his/her parents to assist Wm/her in activities related to the summer program.

Goal:

The student will master appropriate orientation and mobility skills at the 9-22 years age level, to be measured by

participation in a stage production at the completion ofthe program.

Objectives:

• The student will travel to and from the summer program on a daily basis by means ofappropriate transporta-

tion.

• The student will use alternate means oftransportation when the primary mode oftravel is unavailable.
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• The student will make quick decisions regarding alternate means oftransportation ifthe need arises and have

the necessary funds available to meet the need.

• The student will use appropriate orientation and mobility skills during the course ofthe day.

• The student will use the appropriate orientation and mobility skills while on stage during the program.

• The student will act responsibly in regard to designated tasks during the program.

Goal:

The student will master appropriate pre-vocational skills at the 9-22 years age level in the areas ofacting, music, art,

engineering, clothing manufacturing, carpentry, and commercial painting, to be measured by a stage production upon

completion ofthe program.

Objectives:

• The student will participate appropriately in drama activities.

• The student will perform the basic skills required to appropriately apply theater makeup as a pre-vocational

skill within the performing arts profession. These skills are also basic to the cosmetology industry.

• The student will perform the basic skills required to appropriately design and create costumes as a

pre-vocational skill within the performing arts profession. The skills ofdesign, creation, and sewing are

also basic to the clothing industry.

• The student will perform the basic skills required for learning to act and speak in public as pre-vocational

skills within the performing arts profession. These skills are also important forjob interviews.

• The student will participate appropriately in musical activities.

• The student will perform the basic skills required for learning to sing and dance as pre-vocational skills within

the performing arts profession.

• The student will participate appropriately in artistic activities.

• The student will perform basic skills required to design, create and build theater sets as pre-vocational skills

within the performing arts profession. The skills ofcarpentry, drafting, and painting are also basic to the

construction industry.

Budget

Creating a budget was a more difficult task. We did not really know all that was involved with such a project. We
certainly had no idea about how much money to allow for each aspect ofthe program. There were personnel costs

(salaries forHOW MANY people?) and production costs (royalties, Braille, large type, taped scripts, tapes, sets, light

and sound equipment, rent on the location, air-conditioning, custodians - the list seemed endless). After many hours,

we finally had a budget that seemed workable and included funding from ESC Region 20, Texas Commission for the

Blind, and small private donations.

Our greatest budget expenditure has been for staff. We basically have two different groups ofpersonnel: Certified

VI teachers /O&M staff, and theatre personnel. Theatre personnel were handpicked by Pat Wells, Director, and each

is very capable in his/her particular field. They include a music coach, an acting coach, and a dance instructor. Last

year, we added a sign language interpreter to assist a deafblind student who planned to participate. What a great

Indian our interpreter made in the production! We have employed two certified VI teachers and two certifiedO&M
specialists each summer. They have been real troopers. They really didn't expect to be on stage, but have done a

terrificjob assisting students through all the rehearsals and the final successful performances. We were very lucky to
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have had twoO&M interns who provided their expertise without additional cost to us. We owe much to the combined

talent and perseverance ofall these gifted and dedicated people.

PARENTS PLAYAKEY ROLE

We have been very excited by the parental involvement each summer. Parents brought their children each day,

provided lunches, helped make costumes, applied makeup on performance night, assisted with serving refreshments at

the cast party, gave words ofencouragement to the staff, and in general were a very positive influence throughout both

ofour camps. We would never be able to have a successful camp without these fabulous parents.

LOCATION, LOCATION, LOCATION!

As every business person knows, location is everything. It seemed simple enough. Little did we know that it would

become our greatest challenge. Notjust for one year, but for each year that we have worked on this project. Just as

we had solved a problem, other potholes occurred in the road we thought was so smoothly paved the year before.

Finding a site for our project involved much more than we had ever imagined - liability insurance, accident insurance,

air-conditioning, custodians on a daily basis (as well as prolonged service on the day ofthe final performance), parking

lot security, lighting and sound equipment, a stage, musical instruments, practice and classroom space, restrooms, a

place for lunch each day, tech personnel to operate equipment, appropriate stage equipment, and on and on. We have

used the North East School ofthe Arts theatre for the last two years and hope to do so again this next summer. Their

facilities have been ideally suited to our needs, and their staffhas been very helpful and accommodating.

TIME TO INVITE THE STUDENTS

Once all ofthe above tasks were accomplished, it was time to invite the students. Thanks to the efforts ofthe VI

teachers in the San Antonio area, we were able to enroll our first group ofV.I.P.s - twenty-one students from ten

different school districts in Region 20. The "Wizard ofOz" was our first great success for students, parents, camp staff,

and guests. Our second production in the summer of2000 was "Peter Pan." This camp differed from our first in that

we permitted our VI students to invite a sighted friend or sibling to participate. We had several visually impaired

students who returned from the year before. What a delightful experience everyone had.

THE REVIEWS ARE IN

The results have been phenomenal! The most significant gains in student performance were seen in acting and

public speaking. By the end ofeach two-week camp, all students were able to project their voices and recite lines from

memorization with 80% or better accuracy. Perhaps the most impressive student achievements that were not mea-

sured formally were in the areas ofpeer relations and self-confidence, especially in those students who attended the

first camp and then returned for the second summer. Shy students became some ofour best actors and actresses and

were outstanding role models for first-time participants. Students who were afraid to speak above a whisper were

belting out songs with all their hearts. Students who had never had a close friend before were exchanging phone

numbers with other students (both VI and non-VI).

It is difficult to measure these skills. However, in conversations with the children and families during and after the

camps, we have determined that these positive effects prove to be lasting. Friendships that blossomed during the

camps have been maintained through telephone calls, letters, and e-mails. One mother called recently and said that her

child's experiences in the camp had led her to try out for her campus' drama group. We are happy to report that this

very talented young lady is now a part ofthat group and performing extremely well!

Positive results as noted by the parents include: "meeting more friends outside his small circle offriends;" "helps

Mom realize there are many things in life available formy son;" "he [son] was proud to be given responsibility ofapart

when he didn't expect it;" and "she [daughter] looked forward to going every morning." We appreciate all ofthe

feedback and kind remarks.
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STILL SOME CHALLENGES FORTHE FUTURE

There are still some problems that need to be resolved - daily transportation has been our toughest nut to crack.

We have primarily relied upon parents and VIAtrans, San Antonio's door-to-door transportation system. San Anto-

nio I.S.D. has provided a school bus for their students both years. We hope to expand bus service by asking other

districts for their assistance in arranging transportation for their students.

There is still much to learn. Each year is a new experience. Everyone involved has learned something they didn't

know before. Judy Wright probably never dreamed that she would be communicating with bigNew York production

companies for the rights to produce our plays. She certainly did not expect to become an insurance agent or leasing

agent. Ask her to bend your ear sometime about contract negotiation. The VI staff learned more about the theatre,

and the theatre staff learned more about making adaptations and modifications for students who are blind or visually

impaired. VI students and students with normal vision learned how to work and play together. They also learned how
important each and every person is to a successful production. Exhaustion and fatigue have nearly overwhelmed us at

the end ofeach camp. However, we come away each time with a deep sense ofsatisfaction and gratitude for having

been privileged to work with these groups oftruly talented and wonderful students and to celebrate theirtremendous gains.

Plans are already underway for the next camp. Meetings with Connie Pressler, Regional Director for Texas Com-
mission for the Blind in San Antonio, and Judy Wright, have begun. We're on a fast and furious time schedule to

facilitate our Summer 2001 production. Permission has been requested to produce "Cinderella." We are negotiating

for our prime location. Ifyou're in the San Antonio area on July 2 1 , 200 1 , stop by and watch our kids in action - you'll

be in for a spectacular treat!

What is the Expanded Core Curriculum

for Blind and Visually Impaired Students?

By Cyral Miller, Director of Outreach, Texas School for the Blind and Visually Impaired

o

At this time ofyear, many families and professionals are beginning to prepare for their annual IEP meetings. As you

know, team members gather to review assessment on the current progress ofeach student enrolled in special educa-

tion, andjointly determine future priorities and programming. Often parents are unsure whether the programs offered

to their children are truly appropriate. They may not feel confident that they know what to advocate for, especially

beyond typical academic coursework. Each family knows that a visual impairment affects multiple aspects oftheir

child's life, but some families may not be able to articulate how those differences can or should be addressed by the school.

The National Agenda for Blind and Visually Impaired Children and Youths, Including Those with Additional Dis-

abilities, is a national project aimed at achieving eight priority goals for improving the quality ofeducational services for

students with visual impairments. (More information on the National Agenda and a full copy ofthe article excerpted

below can be found at <www.tsbvi.edu>.) For parents to be full partners in the educational process, they must be

knowledgeable about the kinds ofprogramming that is appropriate for their children. Goal 8 states that instruction

should reflect the assessed needs ofeach student in all areas ofacademic and disability-specific core curriculum.

These areas ofemphasis have also been called the expanded core curriculum, and reflect an agreement within the

educational field that areas beyond academics must be addressed within a comprehensive educational program. As-

sessments in all areas that determine each child's strengths and weaknesses can be used to help families and educa-

tional staffbuild a program together that truly addresses life-long competencies.

In 1 996, Dr. Phil Hatlen wrote a description ofthe core curriculum for the National Agenda. Excerpts ofhis article

are included below (full text is found at <www.tsbvi.edu> ).
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Educators define "core curriculum " as the knowledge and skills expected to be learned by a student by high

school graduation. Generally, the core curriculum consists ofknowledge and skills related to academic sub-

jects. Mastery of the core curriculum is what both parents and teachers stress as essential for academic

success in school, and later in life. . . This core curriculum becomes thefoundationfor almost all learning, from

kindergarten through high school. With respect to blind and visually impaired students, the existing core

curriculum, as developedfor sighted students, is entirely appropriate andgenerally available. Because educa-

tors ofvisually impaired students have developed expertise in curriculum adaptation, it should be possible to

take any curriculum that has been developed and make it readily availablefor visually impaired learners.

But most professionals hold a strong position that there is an expanded core curriculum for visually im-

paired students that requires additional areas oflearning.

There are experiences and concepts casually and incidentally learned by sighted students that must be

systematically and sequentially taught to the visually impaired student. The core curriculum for visually im-

paired students is not the same asfor sighted students. Indeed, it is much larger and more complex.

The existence ofspecial needs, or a unique core curriculum for blind and visually impaired students, has

been knownfor years. References to the subject ofgrooming skills date back asfar as 1891. . .

Although states determine the content ofthe core curriculum individually, most states demand that compe-

tencies in basic subjects be mastered. Thefollowing example incorporates these basic subjects and adds the

expanded core curriculumfor visually impaired students:

THE CORE CURRICULUM FOR BLIND AND VISUALLY IMPAIRED CHILDRENAND YOUTHS

The Existing Core Curriculum

• English language arts, other languages,

to the extent possible

• mathematics science

• health, physical education

• fine arts

• social studies

• economics, business education

• vocational education

• history

The Expanded Core Curriculum

• compensatory orfunctional academic

skills, including communication modes

• orientation and mobility

• social interaction skills

• independent living skills

• recreation and leisure skills

• career education

• use ofassistive technology

• visual efficiency skills

A short descriptionfor each ofthese areas ofexpanded core curriculumfollow:

Compensatory or Functional Academic Skills, Including Communication Modes

(Note: for this area ofthe expanded core curriculumfor blind and visually impaired students, a distinction

must be made between compensatory skills andfunctional skills. Compensatory skills are those needed by

blindand visually impaired students in order to access all areas ofcore curriculum. Mastery ofcompensatory

skills will usually mean that the visually impaired student has access to learning in a manner equal to that of

sighted peers. Functional skills refers to the skills that students with multiple disabilities learn that provide

them with the opportunity to work, play, socialize, and take care ofpersonal needs to the highest levelpossible.)
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Compensatory and functional skills include such learning experiences as concept development, spatial

understanding, study and organizational skills, speaking and listening skills, and adaptations necessaryfor

accessing all areas ofthe existing core curriculum. Communication needs will vary, depending on degree of

functional vision, effects ofadditional disabilities, and the task to be done. Children may use braille, large

print, print with the use ofoptical devices, regular print, tactile symbols, a calendar system, sign language,

and/or recorded materials to communicate. Regardless, each student will need instructionfrom a teacher with

professional preparation to instruct students with visual impairments in each ofthe compensatory andfunc-

tional skills they need to master. .

.

Orientation and Mobility

As apart ofthe expanded core curriculum, orientation and mobility is a vital area oflearning. Specialists

who have been specificallyprepared to teach orientation and mobility to blind and visually impaired learners

are necessary in the delivery ofthis curriculum. Students will need to learn about themselves and the environ-

ment in which they move -from basic body image to independent travel in rural areas and busy cities. . . The

expanded core curriculum must include emphasis on thefundamental need and basic right ofvisually impaired

persons to travel as independently aspossible, enjoying and learningfrom the environment through which they

are passing to the greatest extent possible.

Social Interaction Skills

Almost all social skills used by sighted children and adults have been learned by visually observing the

environment and other persons, and behaving in socially appropriate ways based on that information. Social

interaction skills are not learned casually and incidentally by blindand visually impaired individuals as they are

by sightedpersons. Social skills must be carefully, consciously, and sequentially taught to blind and visually

impaired students. . .

Independent Living Skills

This area ofthe expanded core curriculum is often referred to as "daily living skills. " It consists ofall the tasks

andfunctionspersonsperform, in accordance with their abilities, in order to lead lives as independently aspossible.

These curricular needs are varied, as they include skills inpersonal hygiene,foodpreparation, money management,

time monitoring, organization, etc. . . The skills and knowledge that sighted students acquire by casually and

incidentally observing and interacting with their environment are often difficult, ifnot impossible, for blind and

visually impaired students to learn without direct, sequential instruction by knowledgeable persons.

Recreation and Leisure Skills

Skills in recreation and leisure are seldom offered as apart ofthe existing core curriculum. Rather, physical

education in theform ofteam games and athletics are the usual way in whichphysicalfitness needs are metfor

sighted students. Many of the activities in physical education are excellent and appropriate for visually im-

paired students. In addition, however, these students need to develop activities in recreation and leisure that

they can enjoy throughout their adult lives. . . The teaching ofrecreation and leisure skills to blind and visually

impaired students must be planned and deliberately taught, and shouldfocus on the development oflife-long skills.

Career Education

There is a needfor general vocational education, as offered in the traditional core curriculum, as well as the

needfor career education offered specifically for blind and visually impaired students. Many of the skills and

knowledge offered to all students through vocational education can be of value to blind and visually impaired

students. They will not be sufficient, however, to prepare studentsfor adult life, since such instruction assumes a

basic knowledge ofthe world ofwork based on prior visual experiences. . . Because unemployment and underem-

ployment have been the leadingproblemsfacing adult visually impairedpersons in the United States, thisportion of
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#*e expanded core curriculum is vital to students, and should be part of the expanded curriculum for even the

youngest ofthese individuals.

Technology

Technology is a tool to unlock learning andexpand the horizons ofstudents. It is not, in reality, a curriculum area.

However, it is added to the expanded core curriculum because technology occupies a specialplace in the education

ofblind and visually impaired students. Technology can be a great equalizer. For the braille user, it allows the

student to providefeedback to teachers byfirstproducing material in brailleforpersonal use, and then in printfor

the teacher, classmates, andparents. It gives blindpersons the capability ofstoring and retrieving information. It

brings the gift ofa library under thefingertips ofthe visually impairedperson. Technology enhances communication

and learning, as well as expands the world ofblind and visually impairedpersons in many significant ways. Thus,

technology is a tool to master, and is essential as apart ofthe expanded core curriculum.

Visual Efficiency Skills

The visual acuity ofchildren diagnosed as being visually impaired varies greatly. Through the use ofthorough,

systematic training, most students with remaining functional vision can be taught to better and more efficiently

utilize their remaining vision. The responsibilityforperforming afunctional vision assessment, planning appropriate

learning activitiesfor effective visual utilization, and instructing students in using theirfunctional vision in effective

and efficient ways is clearly an area ofthe expanded core curriculum. Educational responsibilityfor teaching visual

efficiency skillsfalls to theprofessionallyprepared teacher ofvisually impaired learners.

As teams prepare for the ARD process, a thorough look at each visually impaired child's level ofperformance in

each ofthe areas ofthe core and expanded core curriculum can yield valuable information on which to base recom-

mendations for the next year's programming. Not all areas will have equal urgency each year, but to make informed

decisions on where to focus, it is essential to measure progress and functioning across all areas. Families and profes-

sionals working together can and should prioritize needs in order to develop an appropriate and comprehensive

educational program for the visually impaired student.

Stepping Over Thresholds:

Transitions for Children and Youth with Visual Impairment

By Dr. Natalie C. Barraga, Professor Emerita, The University ofTexas at Austin

From birth throughout life babies, children, and youth with visual impairment have numerous challenges and transi-

tional stages as they develop and learn. We might consider these as thresholds they must "step over" ifthey are to

utilize their functional vision to the maximum. Team members involved at various stages, the variables to be considered,

and decisions to be made, change as the challenges increase. In the early years, parents, with otherteam members, are

responsible for providing the opportunities for visual development and visual learning. As progress is made and the

child becomes more responsible, the focus changes. The child's involvement in educational and personal decisions

gradually increases over time.

Let's take a look at six typical transitional stages, the team members who are involved at each stage, and the

variables to be considered as crucial decisions are made.

STAGE 1 - INFANTS AND PARENTS FROM (BIRTH TO 2 YEARS OF AGE)

Initially, parents are dealing with emotional issues such as shock, trauma, and griefassociated with the first diagnosis

ofvisual impairment. There ismuch confusion and uncertainty in their thinking. Gradually they begin to understand and
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to accept the reality ofthe situation. Their next threshold is to begin seeking information through support systems,

reading, and training. In Texas, parents will connect with the Early Childhood Intervention (ECI) program to help them

navigate through their child's earliest years.

Medical and clinical personnel (preferably pediatricians, pediatric ophthalmologists and low vision specialists) are

responsible for diagnostic information. This includes describing the structure and condition ofthe internal parts ofthe

eye and any possible medical/surgical interventions. They will also prescribe glasses, contacts, or other optical de-

vices. It is desirable for there to be frequent monitoring ofthe health ofthe eye and retina, as well as, noting any changes

in visual behavioral responses. This is especially critical since there is no way to measurejust how much useful vision

may develop.

Teachers ofthe visually impaired (TVI) are the next individuals to join the team. They are brought in by the ECI

program to help establish eligibility for specialized vision services and become part ofthe Individual Family Service

Plan. Their challenge is to evaluate functional vision use, establish communication and rapport with the parents,

provide positive support to the IFSP team, and interpret clinical information. The TVI will also try to answer questions

from the team or refer them to appropriate people or reading material. During home visits they will model teaching

techniques for the parents. The TVI should also provide written information to help the parents learnhow to work with

their child. This includes learning to emphasize tactual, visual, and auditory stimulation; name objects; imitate sounds

and actions, and encourage and structure body movements. (Remember that babies will have only limited, ifany,

imitative abilities at this age.) There are many resources on the unique techniques needed by babies with low vision

which the TVI can offer families during this stage . Some are available on tape, others in print, and still others on the

Web. There is also much for the parents to learnjust by meeting other families.

Certified orientation and mobility specialists (COMS) begin to teach orientation to touch, sound, and visual

objects when children are about 6 months old . They may offer checklists of activities to help guide parent/child

interactions. These professionals model ways to teach reaching, sitting alone, and crawling. Later on, they will focus

on strategies to encourage walking. Other instruction provided by the COMS includes teaching body parts, body

positioning, spatial concepts, and body movements. They may encourage parents to keep ajournal documenting each

new voluntary movement and behavior that indicates how the child uses his/her vision.

Blind and Visually Impaired Children's Program (BVICP) caseworkers from the Texas Commission for the Blind

(TCB) are also brought in at an early stage and stay involved throughout a student's educational life. Their role is to

help parents access resources and learn about their role in the educational, health and human services systems.

Others may also be added to the team, coordinated through ECI. These include: a social worker, to make parents

aware of, and help them obtain, resources; a neurologist, in the event ofnoticeable movement deviations; physical,

occupational, and/or speech specialists who may need to address additional disabilities; and/or a low vision specialist

to teach parents about encouraging their child's use ofvision.

STAGE 2 - TODDLERS AND PRESCHOOLERS (2-4 YEARS OF AGE)

This is the stage when the child is striving for independence in all areas. Parents (or primary caregivers) are still the

critical members ofthe team. Their primary decision is to determine who gives the major care during the day: parents,

another family member, or day care. This is the stage when the child requires one-on-one teaching of skills. A large

focus is placed on language learning. Decisions need to be made about whether there is exclusive home teaching or a

blend ofhome teaching and center-based teaching. The parents must find out what options are available in their

community such as a regular daycare, a preschool, a public school-based classroom for children with disabilities or ( in

larger districts) a special class for children with impaired vision. Family needs outside ofthe educational arena continue

to be supported primarily by ECI (until age 3) and the BVICP caseworker from TCB.
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Medical /clinicians are still key members ofthe team at this stage. Typically they will be encouraging regular visits

to monitor stability ofthe eye condition and assess visual responses. It is important for them to invite reports from

parents and teachers about the child's visual behavior. These professionals will continue to evaluate lenses and/or

optical devices for their appropriateness.

The TVI will help determine the amount ofvision-specific services needed to fully support the young child's learn-

ing. However, at this point, preschool teachers often begin to be the leaders for daily learning development and

diagnostic assessment, working with parents, the TVI, and clinicians. The challenges for the team are to select and

utilize appropriate magnification (when needed); work on major cognitive skills such as language development and

story telling; provide stimulation ofall senses; develop gross and fine motor activities; establish cognitive concepts; and

encourage increasing independence and responsibility.

The COMS focuses on sensory orientation skills associated with movement. He/she will also work to increase the

scope ofgross motor skills and some fine motor skills, such as protective techniques, trailing, sighted guide, etc.. The

COMS may also introduce mobility devices for independentmovement such as a variety ofpush objects and laterthe cane.

Playmates become important team members at this time. At first they engage in parallel play, then model imitative

play and other movement actions. They become teachers when there is partnership in activities such as running,

hopping, skipping, andjumping. Language interaction stimulates curiosity. It becomes a motivating force for explora-

tion and engagement in the world beyond the child's visual and tactile reach.

STAGE 3 - KINDERGARTEN, 1ST AND 2ND GRADE (5-7 YEARS OF AGE)

This stage occurs from about 5-7 years ofage and involves many ofthe same team members as the previous stage

with a few additions. Parents, in consultation with teachers, have important placement decisions to make . Should the

child attend regular or special kindergarten? Is the child is ready to begin regular schoolwork? And later on, does the

most appropriate placement mean a regular class with a TVI available as needed, a resource room with a TVI as

needed, a self-contained class with TVI support, or a special school for the blind? The child's visual status is not the

sole determinant in making these decisions. One placement may be appropriate at first, and another later on. The

placements may be short-term (such as in a residential school) or long-term, depending on the progress and needs of

the individual.

At home the parents are challenged to encourage more independence and greater responsibilities in personal and

home activities. Texas Commission for the Blind staffmay provide resources to support family growth. Play oppor-

tunities with peers are especially critical. Children need time with parents to communicate about activities and incidents

ofthe day, to ask questions, and receive open and candid answers. By this stage children should know exactly what

their visual condition is; how to explain it to peers and teachers; how to advocate for their visual needs; andhow to ask

for assistance when necessary. Children who are using any special equipment or devices need to be able to explain

what they are for and how they make work more efficient. They may even need to be able to oversee their peers

experimenting with magnifiers or telescopic devices. Children also need to be able to politely refuse offers ofhelp

when it's not needed, and to accept help graciously when it is necessary.

The educational diagnostician becomes a member ofthe team and collaborates with the TVI to assess visual,

auditory, and tactile concepts; evaluate gross and fine motor coordination; assess receptive and expressive language

skills; and note any sensory preferences by evaluating their efficiency. In some cases he/she may be asked to admin-

ister educational test measures and, ifindicated, to give group or individual intelligence tests. Typically standardized

tests must be modified for children with impaired vision. Both the TVI and educational diagnostician share responsibil-

ity for interpreting results and sharing them in a sensitive manner with parents and teachers. It is this information that will

serve as the foundation for development ofthe individual educational plan (IEP).
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Team members encounter many thresholds in these early years. Parents and the TVI especially should be in

constant communication with each other regarding placement decisions and the educational plan's content. Special

vision skills training may be incorporated as a part of the school day or scheduled after school or on weekends.

Special skills in the classroom include teaching handwriting (preferably cursive) and introduction ofall primary learning

media - visual, tactual, and auditory. Training in all learning media continue, without exclusion ofany one, until the

student shows a clear preference for, and efficient use of, one or two media. Another skill focused on at this time is

the proper use ofmagnification devices, monoculars, and other non-prescriptive and prescriptive devices. Classroom

independence and responsibility are also emphasized during this stage.

The COMS is also challenged by many thresholds during this stage. These include teaching skills such as: traveling

independently in the school building or local neighborhood; learning how to locate one's selfin space using landmarks

and directionality; learning how to use the monocular for distance orientation and location; understanding safety fac-

tors; and developing or perfecting cane travel ifneeded.

The low vision therapist or specialist is responsible for evaluating and improving the use ofoptical devices (magni- 3
fiers and monoculars). He/she may show parents how to encourage the child's use ofvision in personal care and home

activities. Use ofresidual vision is notjust for the classroom, but should also be encouraged in everyday living at home

and in the community

.

Medical/clinical team members continue to receive reports from parents, teachers, low vision specialists/therapists,

the TVI and COMS. They continue to monitor the condition ofthe child's visual system, and suggest any safety

cautions or activity limitations. They will also continue to check on the appropriateness ofprescriptions for lenses and

optical devices.

STAGE 4 - ELEMENTARY SCHOOL (8-12 YEARS OF AGE)

This is a crucial time for students and for all members ofthe team. It is a time when many issues and decisions

require communication and cooperation between the team members who all have unique and corporate responsibili-

ties. Parents, the child with visual impairments, TVIs, COMs, classroom teachers, Texas Commission for the Blind

staff, peers, and others share this responsibility. The key challenge is placing the learning scope and efficiency ofthe

students as a priority. This helps ensure the child's progress to greater levels ofdecision making and independence in

learning and in preparation ofschool work. Placement changes may be indicated. The child may return from special

school or move to a new placement in a special school for short or long periods. Ifthe team chooses placement in a

local school, will regular class placement be part time or full time? Is a resource room with a specially trained teacher

available, or is the vision teacher available on an itinerant basis? Does the child need a self-contained setting? The

parents and local district must collaborate on the decision.

The next major threshold relates to continuing assessment ofthe appropriate learning media Will it be visual or will

it be tactual supplemented by auditory learning? Will both tactual and visual skills continue to be developed, according

to the child's efficiency and endurance? Perhaps tactual skills should be emphasized, supplemented by selected visual

and auditory materials. As soon as the primary learning medium/media have been selected, formal listening skills are

introduced. This is especially important in the later years, so appropriate additional reading material canbemade available

for listening. Once braille and/orprint skills are well established, listening in recreational reading activities is introduced.

Ifthe student uses visual materials, another factor to consider is how the student will access them. Does he/she

need regular print with appropriate magnification (stand or hand held magnifiers, CCTVs, etc.) or large print? The

clinical low vision specialists may evaluate the child for appropriate use oflow vision aids or glasses. The TVI performs

a functional visual evaluation to determine how these devices will be used in the classroom and for what purposes. For

example, a student with severe low vision may wish to use the CCTV for practicing handwriting or looking up a word
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in the dictionary, but not as theirprimary reading device. Ifthat is the only device which enlarges print sufficiently for the

student to see, then that student should use braille as his/her primary reading medium. New skills to teach include

typing and keyboarding for the computer, along with training in the use ofthe abacus and calculator. Listening skills are

added as other learning become more efficient.

Another critical threshold is the acquisition ofsocial skills that enhance communication and interaction with class-

mates, teachers, and other adults. The child must continue to increase his/her ability to express thoughts, needs,

wishes, and concerns that lead to more independence and greater responsibilities at school, at home, and in the

community. These skills are needed for successful leisure and recreational opportunities. Each year new social skills

are practiced until they become second-nature to the student who is preparing for middle and high school programs.

STAGE 5 - MIDDLE AND SENIOR HIGH SCHOOL (12-18 YEARS OF AGE)

Some ofthe same team members are still present in the early and later teen years , and others are usually added as

educational curriculum takes on a broader scope ofacademic, vocational, andjob-seeking considerations. Peers and

other family members, classroom teachers, TVIs and COMs will bejoined by a transition counselor from the Texas

Commission for the Blind, other human service providers, and/or job coach. This is the stage in which there is

refinement ofpersonal and academic skills. The student learns to acquire, evaluate, and use information and organize

data. He/she learns to select, use, and maintain equipment and tools, including technology. Personal and vocational

goals start to be set. It becomes more important for the young adult to analyze and solve problems more indepen-

dently at school, home, and in the community. Personal and behavioral values, such as honesty about his/her visual

condition related to peer pressure, are also developed. Job-seeking skills are emphasized and he/she begins to perform

volunteer and/or paid work.

As these skills are learned, more family members may be included on the team. For example, siblings and other

relatives may begin to assume roles in planning. Consultation with career orjob counselors may be beneficial, in order

to learn about future career possibilities. Students will want to acquire adult mentors with visual impairments as realistic

support persons. There is a need to become aware ofwhat work is and what kinds ofjobs are available. We want the

student to demonstrate good work habits such as following instructions, assuming responsibility for oneselfand pos-

sessions, meeting time schedules, and staying on task. Other competencies for the student to explore include time

management, adjusting to greater academic and personal responsibilities, mastering a broader range ofadaptive skills,

conducting interviews, and entertaining and implementing more complex ideas.

Peers may have a strong influence in these years. Students continue to learn about values, standards ofbehavior,

and how to interact and communicate with others. As the young adult seeks to express his/her growing independence,

respect for parents and other adults often presents some challenges. The student (and his/her parents) will appreciate

learning skills that compensate for the inability to drive. Extracurricular activities such as clubs and sports may give a

boost to self-esteem and an identity unique to the individual.

STAGE 6 - TRANSITION TO ADULTHOOD (18 YEARS AND BEYOND)

Because skills build over time, many team members become less involved, although they stay connected. The

young adult, rehabilitation counselors, COMs, adult models, evaluators, peers, and family become the primary team

members. Team members begin to focus on what happens next, outside the public school arena.

Ifthe individual has additional physical, mental, and/or emotional disabilities, identifying the proper work and living

situation becomes a priority. Should the individual live in a group home, in his/her parents home or in an apartment?

What types ofsupport programs, such as Medicaid waivers and Master Pool Trusts will need to be accessed? Will a

job coach be needed, or will the individual be involved in a day activity center program?
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Ifthe young adult does not have additional disabilities (i.e., his/her primary challenge is a visual impairment), then the

threshold decisions may be less complicated. The questions he/she will be asking, with support from the team, are

more like those asked by his/her typical peers. Is further education appropriate, needed and desired? Ifso, will it be

trade school with future placement in an apprenticeship or vocational trade? What skills are needed and can they be

acquired? Ifjunior college is selected, will the focus be on an academic curriculum leading to additional schooling at

a university? Will the focus be training in a specific skill, or a variety ofrelated skills, such as those needed to be a

teacher's aide, child-care worker or small business owner?

When a professional career is deemed to be appropriate, then a university setting is the choice. Previous career

planning should have determined the career best suited to the individual. Ofcourse, this decision should be the result

ofa careful evaluation ofinterests, abilities, skills, work habits, independence, and responsibilities.

Whatever career choice is made,job skills such asjob seeking and interviewing, management ofwork responsibili-

ties, networking and communication need to be refined. Increased sophistication in human relations and greater

maturity ofthoughts and actions in decision making are also needed. Self-evaluation ofpersonal and work skills,

realistic life planning, self-advocacy and self-confidence also take on increased importance.

Living arrangements should be selected on the basis ofpersonal and daily living skills, self-direction, travel skills and

transportation needs, and economic considerations. Decisions must also be made regarding independent travel. Ifhe/

she wants a guide dog, an orientation and mobility evaluation will be necessary. The COMS will need to see where he/

she lives, and evaluate safety factors, level ofresponsibility and personal preference. An individual who wants a guide

dog must also be a skilled cane user for those times when using a dog is not appropriate.

Someone who has learned all the skills necessary to step over these thresholds, should grow up to be a visually

impaired adult who can approach and respond to all people with ease and comfort. They will be a person who is

confident, comfortable with his/herself. Someone who has a curiosity to enternew activities and a willingness to accept

limits and routines. They will respect the feelings and rights ofothers, set personal goals, make life plans, and reach

desired standards. This individual will be someone who accepts the consequences ofmistakes without asking for

favors or making excuses; an active participant in the future.
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Clarifying a Point about Fetal Alcohol Syndrome
By Cheri Scott, Parent and Family Specialist, Alaska Dual Sensory Impairment Services

o
o

After reviewing the information included in the Fall 2000 issue ofSEE/HEAR on Fetal Alcohol Syndrome (FAS)

and Fetal Alcohol Effect (FAE), I feel like I need to clarify one point. Individuals affected by FAE can have neurologi-

cal difficulties just as severe or worse than those who are diagnosed with FAS. The difference is that FAE doesn't

include the cranio-facial abnormalities and growth retardation. When that is the case, the neurobehavioral difficulties

can be easily misdiagnosed or not diagnosed at all. Because the child does not have any obvious disability, families and

service providers interpret these behaviors as non-compliance or laziness, or come to think ofthe child asjust a "bad

kid." This, ofcourse, can lead to a multitude ofsecondary disabilities (as documented by Dr. Ann Streissguth). Her

study showed that a child withFAS was more likely to be identified at a younger age than a child with FAE. As a result,

the FAS child and family received intervention and support earlier, resulting in more positive lifelong outcomes.

O

I want to thank you again for sharing our story with educators, service providers and families in your state. Every

time we bring this topic out into the open we get one step closer to ending the nightmare ofprenatal alcohol exposure

in our communities.
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Neurological Visual Impairment

Also Known as: Cortical Visual Impairment,

Delayed Visual Maturation, Cortical Blindness

By Sam Morgan, Education Specialist

Fact Sheet reprinted with permission from California Deaf-Blind Services

Neurological Visual Impairment (NVI) is now the preferredname for atype ofvision impairment that has been and

is still referred to as Cortical Visual Impairment or Cortical Blindness. NVI is now divided into three categories:

Cortical Visual Impairment, Delayed Visual Maturation, and Cortical Blindness. These divisions are made according

to what area ofthe brain has been effected.

A variety ofstudies indicate that the percentage ofchildren with vision impairments who have NVI is between 3.6

and 2 1%, making it the major cause ofvision impairment in children who are deaf-blind. NVI occurs when the pan of

the brain that is responsible for seeing is damaged. In other words the eye itself is normal, but the brain does not

process the information properly. NVI has a variety ofcauses, including, but not limited to, lack ofoxygen before,

during, and after birth, viral or bacterial illness such as meningitis and cytomegalovirus, or traumatic brain injury. These

children can but do not always have additional disabilities. Other types ofvision impairments such as optic atrophy

(defect ofthe optic nerve resulting in the inability ofthe nerve to conduct images to the brain) and optic nerve hypopla-

sia (a vision impairment caused by a congenital defect ofthe optic disk) are more common in children with NVI.

NVI effects vision in a variety of ways and causes vision loss that can be from mild to severe, temporary or

permanent. There is no way to predict what a young child's vision will be like as they mature but many children with

NVI experience improvement in their vision. Fluctuating vision is common. This is most pronounced in children with

seizure disorders or in those on certain medications such as Dilantin, Tegretol, or Phenobarbital. A child may be able

to see an object one day and be unable to the next. These children may also have better peripheral than central vision

and thus look at objects out ofthe side oftheir eye. They may have visual field losses that are not symmetrical (one eye

may be worse than the other). This uneven loss does not necessarily correspond to hand function. Ifthe left eye is

better than the right, the left hand is not necessarily stronger than the right.

Children withNVI experience problems with specific types ofvisual tasks. They have difficulty with figure-ground

(seeing an object instead ofthe background), and with complex visual displays such as cluttered pictures (a picture of

five different animals instead oftwo). Spatial confusion is common; for example being unable to locate their chair even

though they can see it. They may also be visually inattentive, not wanting to look at objects, and may prefer their sense

oftouch. It is common to see a child turn his/her head away as they explore an object with their hands. Seeing with

NVI can be compared with trying to listen to one voice in a noisy room or to speaking a foreign language.

Vision stimulation is proven to help most children with vision impairments improve the way they use their vision; this

is especially true ofchildren with NVI. For vision stimulation to be effective it needs to happen in everyday real life

situations, not only in therapy sessions. Identifying colors in an activity, visually tracking their classmate as they move

across the room, and identifying the shape ofevery day objects are examples.

SUGGESTED INSTRUCTIONAL STRATEGIES FOR CHILDREN WITH NVI

1

.

Materials, such as pictures, should be simple in form, high contrast (the colors ofa picture or object should

be different such as a yellow toy against a black background instead ofan orange one), and presented one at

a time.

2. Bright lighting can help a child see and attend to visual materials more consistently. Adjust the light both natural and
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artificial to determine what is best. Controlled incandescent lighting may be better than fluorescent lighting.

3

.

Give the child time to respond to the materials that are being presented.

4. Color vision is usually intact, and color can be used effectively. Yellow and red are possibly easier to see

and can be used to outline numbers, letters, or pictures, to color code, or to attract attention to something you

want the child to look at.

5

.

It is also important to keep the color ofmaterials constant to avoid confusion. This also applies to visual

cues in general which should also be consistent over time and location. Ifthe child uses a red bowl at home

and this is how he knows it is time to eat then the same should be done at school. Watch to see ifthe child

has a preference for size or color.

6. Use a multisensory approach such as pairing an object that you want them to see with a sound.

7. Touch should be considered as a major sense for learning. Children with NVI appear to learn effectively

through this sense.

8. Repetition and routines can help the child understand their visual environment. Ifchanges are needed make

them slowly to allow time to adjust.

9. Fluctuations in visual performance can be limited by reducing fatigue. Try working in short spurts, or divide a

long task into shorter periods.

1 0. Reduce outside noise and other environmental stimulation that may distract the child.

1 1

.

Objects can be more easily seen when they are moving. This is especially true when they are in the periph-

eral fields.

12. Positioning is also important. The more energy being expended on holding yourselfup the less can be used

for seeing.

1 3

.

Language helps a child to understand a visual situation by adding meaning to it. Be consistent in the lan-

guage you use.
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Fact sheetsfrom California Deaf-Blind Services are to be used by bothfamilies andprofessionals serving

individuals with dual sensory impairments. The information applies to students 0-22 years ofage. The pur-

pose of the fact sheet is to give general information on a specific topic. More specific information for an

individual student can beprovided through individualized technical assistance availablefrom CDBS. Thefact

sheet is a starting pointforfurther information.
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Central Auditory Processing Disorder and Auditory Neuropathy

By Jim Durkel, Audiologist and Statewide StaffDevelopment Coordinator, TSBVI, Outreach

with help from Kate Moss, Family Support Specialist, Texas Deafblind Outreach

I recently responded to a question about the difference between Auditory Neuropathy and Central Auditory Pro-

cessing Disorder (CAPD). There is currently much discussion about CAPD, especially related to considering a child

with this type ofauditory concern and visual impairments as deafblind. We thought it might be helpful to share my
response with SEE/HEAR readers.

CENTRAL AUDITORY PROCESSING DISORDER (CAPD)

CAPD Defined

ASHA defined Central Auditory Processing Disorder in 1 996 as a disorder with problems in one ofsix areas:

1

.

sound localization and lateralization (knowing where in space a sound source is located),

2. auditory discrimination (usually with reference to speech, but the ability to tell that one sound is different from

another),

3. auditory pattern recognition (musical rhythms are one example ofan auditory pattern),

4. temporal aspects ofaudition (auditory processing relies on making fine discriminations oftiming changes in

auditory input, especially differences in timing between the way input comes through one ear as opposed to

the other),

5. auditory performance decrements with competing acoustic signals (listening in noise), and

6. auditory performance decrements with degraded acoustic signals (listening to sounds that are muffled,

missing information or for some reason not clear. The best example I can think of is trying to listen to speech

taking place on the other side ofa wall. The wall 'filters' or blocks out certain parts ofthe speech, but a

typical listener can often understand the conversation.).

A person may have one or more ofthese problems for a variety of reasons. Originally, tests for CAPD were

designed to be used with adults who had had a stroke or some other form ofinjury to the central nervous system. The

tests were developed using speech, since the processing ofspeech uses skills covered in these six areas. Also, the tests

were to be used with people who had already developed speech and language. When used with adults, these tests

pointed to damage in the brain that could be confirmed by other means.

Later these tests began to be used with children who seemed to have difficulties similar to an adult with CAPD.
However, no specific brain damage was found in these children. Remember the days when we used the term "minimal

brain damage?" Nowwe refer to these conditions as learning disability (LD). The theory about minimal brain damage

was that there were neurological differences. However, these differences were too subtle to show up by the means

used to directly examine the brain at that time.

About this time a great debate started in speech-language pathology and audiology circles about CAPD in chil-

dren. Does it exist? Is it a hearing loss ifpure tone thresholds were normal? Was it different from a language disorder?

What were the educational implications? There was research done. For example, some research indicated a link

between chronic middle ear problems and CAPD, other research showed no connection. After following the debate

for over twenty years, I can tell you that we are still asking the same questions with no more certainty about our

answers. I don't know ifthe research is helping or hurting!
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Auditory neuropathy one cause ofCAPD

So how does CAPD fit with auditory neuropathy? Well, it is my beliefthatCAPD is a term that refers to some type

ofproblem in the auditory system which occurs neurologically above the level ofthe cochlea. These problems can

occur for a variety ofreasons. Differences in the auditory nerve (auditory neuropathy) might cause some ofthese

problems. But there is more to the neurology ofthe auditory system than the auditory nerve.

As the nerve fibers enter the brainstem at the base ofthe skull, they split and cross (similar to the optic nerve at the

optic chiasm). Then the fibers go to various parts ofthe cortex ofthe brain. Most ofthe fibers go to the temporal lobe.

However, current brain research is beginning to show that may be a model that is too simplistic. Differences in

neurology, anywhere along the line, might result inthe symptoms of CAPD. So,CAPD is a largerterm. Auditory neuropathy

may be only one cause ofCAPD. This is mirroring our ideas about whatwe call neurological visual impairment (NVI).

Auditory neuropathy defined

Auditory neuropathy is a type ofhearing impairment where the cochlea is working fine (or mostly fine), but the

auditory nerve is not. We know so little about the ear and how it functions that we don't know why this occurs. These

types ofhearing losses can run the range from the person having no functional hearing at all to having fairly normal

hearing. One ofthe theories behind hearing loss such as this is that the auditory nerve has not matured for some reason,

such as prematurity, low birth weight, etc. Nature and time may effect a cure for this type ofhearing loss. Sometimes

good auditory stimulation may aide in this process, though there is currently no conclusive data.

Historically, we probably have been serving many children as hearing impaired who have auditory neuropathy, but

we did not have the technology to easily make the diagnosis. The fields ofaudiology and deafeducation are divided

about how to treat these children. One thing is for sure. We need to be very careful about using hearing aids with these

children. They have normal cochleas that can be damaged by loud sounds, the same as anyone else with normal

hearing. Amplification may only serve to blast those hair cells into oblivion.

Are these children auditoriaily impaired?

So, do we consider these children withCAPD or auditory neuropathy to be auditoriaily impaired? In Texas, for a g
child to be identified as auditoriaily impaired, an audiologist needs to say that there is a "serious" hearing loss. No
specification ofcause (such as conductive or sensorineural) has to be made. Do I consider auditory neuropathy to be

a type ofauditory impairment? Yes! Does that mean that your audiologist and IEP team would consider your child q
with auditory neuropathy to be auditoriaily impaired? Not necessarily.

C/3

O

O
There are some ways testing can be done that may help yourteam (including your audiologist) decide ifyour child

should have the label ofauditoriaily impaired. Ifthe pure tone testing that was done indicates hearing is normal and the

child is learning language but still delayed, it would be good to test word discrimination skills. Poor discrimination

abilities may explain the language delays and support the existence ofa "serious" auditory impairment.

An audiologist could also look at discrimination skills in the presence ofnoise. The auditory neural pathways serve

to help us localize and suppress noise. Thatway we can find what we need to pay attention to in the presence ofnoise.

For a visually impaired child, these are critical skills. Think about how the student will be able to listen to the teacher

in a noisy classroom or gym, orhow he will be able to localize and pick out the sound oftraffic to make a safe street

crossing. Testing for discrimination skills inthe presence ofnoise is anotherway to helpyourteam determinehowtoproceed

As an audiologist, ifI find any malfunction ofany part ofthe auditory system that cannot be fixed quickly (middle ear

infection, wax in the ear canal, etc.), I consider that person to have an auditory difference. Ifthat difference affects that

person's ability to function, then I would consider the difference to be an impairment. Because ofmy knowledge as a
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teacher ofthe visually impaired, I have a broader idea ofwhat the word "function" means to a visually impaired child.

In determiningwhethera child is auditorially impaired ,
yourteam should considerthe demano^placedonIhatcMd'shearing.

IMPLICATION OF CAPD FORTHE VISUALLY IMPAIRED STUDENT

What are the implications ofCAPD for our students with visual impairments? Some students may be more at risk

for CAPD. The reason for this is because the damage to their neurological systems which caused the visual impair-

ments may also have caused damage to the auditory system. We certainly don't know what causes CAPD. Some-

thing that caused the visual impairment could, in theory, have also caused CAPD.

Would the loss ofthe ability to listen in noise have a different impact on a visually impaired student than a sighted

student? Yes. Students with visual impairments often have to make greater use ofspoken language than students with

vision. Visually impaired students may be reliant on auditory reading, and have higher demands made on their auditory

memory. They may be using "talking technology" such as a BrailleN Speak or JAWS for their computer. Talk about

a degraded acoustic signal ! Ifyou have heard the voice quality ofmost talking technology you understand. Students

with visual impairments also have need ofgood auditory skills for orientation purposes. Even though it is not good

practice, we still persist in misusing auditory language to teach basic concepts in the absence ofconcrete experiences

for these students. These are some examples ofhow we put greater demand on the auditory system ofa person with

visual impairments.

Additionally, strategies related to teaching students with CAPD to compensate for their auditory impairment rely

heavily on the use of vision. We counsel teachers ofstudents withCAPD to write directions on the blackboard so that

the student with CAPD can confirm what was heard by reading. Sighted students with CAPD learn to watch what

their peers are doing ifthey miss a teacher's verbal directions. These strategies probably wouldn't work for a student

with a visual impairment or blindness.

DO CAPD AND VISUAL IMPAIRMENT EQUAL DEAFBLINDNESS?

Given that a visually impaired student with CAPD faces some rather unique challenges, would I consider this

student to be deafblind? The Federal definition ofdeafblindness says:

Deafblindness means concomitant hearing and vision impairments, the combination ofwhich causes such

severe communication and other developmental and educational needs that they cannot be accommodated in

special education programs solelyfor children with deafness or children with blindness. [34 CFR§300. 7]

The question IEP teams should ask is this: Would a label ofdeafblindness get this student unique support he needs

and would not otherwise get?

Visually impaired students with speech and language

So if I had a visually impaired student with speech and language who had poor performance on tests for CAPD, I

might consider him to be deafblind. At the very least, I would want to think about it. I might also want to consider him

a visually impaired student with a learning disability or a visually impaired student with a language impairment.

Most teachers ofstudents with auditory impairments will not have had much training or experience with students

with CAPD. A speech-language pathologist or a teacher for the learning disabled might have more to offer this student

than a professional in the deafness field. This is the point where the IEP process becomes so crucial and can work so

well. Each student's educational situation is unique. I think we would do well to recognize that uniqueness when we
identify disabilities and address educational programming.
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Visually impaired students with cognitive impairments

Students who have visual impairments and cognitive impairments such that spoken language is not being developed

present a harder case for deciding ifthey should be considered deafblind. Certainly something in the brain is different.

Is it limited to problems with using auditory information? Or is the deficit less specific and more global? Is the problem

with auditory memory or all memory? Is the problem a more global language problem as opposed to a problem

specific to spoken language? Ifwe can't test hearing with the traditional tests that rely on spoken language ability, how
do we test?

Use a variety ofmethods to assessfunctioning

There are some ways to look at information that may give us partial answers. The use ofnew audiological tests such

as otoacoustic emissions audiometry (OAE) along with brainstem testing (BSER) might give us some clues. (This type

oftesting is used to identify some students with auditory neuropathy.) Changes ofperformance in noise and in quiet

might offer insight. Looking specifically for the ability to locate and tracka sound source might also offersome clues. Again,

we must go back to the principle oftreating each student uniquely. There is really no standard formula.

I once tested a student with profound multiple disabilities who could demonstrate auditory skills only in the dark. If

the room was lit, it was like the visual system grabbed all ofthe sensory processing ability and left nothing for the

auditory system. I won't give myselfany credit for being a totally fabulous audiologist! We stumbled on this purely by

luck. With brain mapping becoming more available, we may have anew diagnostic tool with which to gain new insights

into this condition. This new medical technology is still too new and uncommon, however, to be in regular use (at least

in Texas).

Improve the listening environment

In the mean time, we need to be giving our students with profound impairments some support by providing good

listening environments. This means, no radios or TV's constantly blaring in the classroom (or at home)! No class-

rooms stuck next to the band room because "the noise bothers our regular students, but it doesn't really matter for

these students." Consider avoiding portable classrooms which are often bad listening environments because the

heaters/air conditioners are so loud. Recognize that gyms and cafeterias are horrible listening environments - too much

echo. Basically we need to follow this rule: No bombardment with auditory input! All sensory input needs to be

connected to meaningful activities.

Make auditory input more meaningful

The same things we do to make tactile and visual input meaningful we need to do with auditory input. Certainly, we

could make our speech as simple and direct as possible, by using two- or three-word phrases instead oflong sen-

tences. Attach words that relate to what is happening to the student here and now. That way the words can be

attached to something concrete.
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CONCLUSION

Whether the child is labeled deafblind or not, we have a responsibility to meet his or her educational needs. Ifthere

are legitimate issues with the way the child uses auditory information, we have to address that in programming. No
doubt the debate about whetherCAPD and auditory neuropathy are "true hearing impairments" will continue for some

time to come. Perhaps new medical and assessment technologies will help us resolve that debate. In the mean time,

we owe it to these children to make every effort possible to provide the supports they need to access learning.
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"You've Got Mail!"

By Terry Murphy, Executive Director, Texas Commission for the Blind

I can't believe I've already forgotten when the Texas Commission for the Blind initiated e-mails as a standard way

ofdoing business. Three years ago - maybe four? I do remember, though, how excited we were. Our staffmembers

who are blind could get information at the same speed as all other employees without the aid ofreaders; meetings could

be set without multiple phone calls; and important messages from other parts ofthe country could arrive in minutes

rather than days. We could even log on from home ifwe thought the office would fall apart without us.

My enthusiasm for this 20th Century technological miracle and the doors it opens for people who are blind is still

high, but I came face to face recently with a few of its shortcomings that have made me an occasional skittish and

somewhat recalcitrant convert. Example: Yesterday I realized I'd spent a half hour composing a response to a

message that could have been handled in five minutes over the phone. Last week I was further enlightened about the

limitations ofe-mail. It started when my computer told me I had mail from a familiar name - a former co-worker I

hadn't talked to in years. Then another popped up from a friend. Both messages were full ofconcerns and questions

about an e-mail I'd sent to a few people earlier in the week sharing a fact sheet prepared at Criss Cole Rehabilitation

Center about our steps to take the agency's philosophy ofTexas Confidence Builders to its next level.

Because e-mails have become a habit, my first impulse was to write a response, but I quickly realized the impossi-

bility offully explaining in an e-mail message a philosophy that has been developing for three or four years. It would

take days to type it. When a third message arrived, I picked up the phone. It was apparent that an old-fashioned face-

to-face conversation was needed with a few key people. Since these were my colleagues and allies in the fight to

reduce the incidence ofunemployment among people who are blind and to increase their level of independence,

continuing e-mails back and forth was definitely not the answer!

The "next level" ofTexas Confidence Builders raising my e-mail popularity was a fact sheet I'd shared with a few

people about future classes at Criss Cole Rehabilitation Center. The announcement said that the Center's regular

curriculum for all consumers choosing to receive services at the Center would in the future include basic blindness skills

and confidence building activities using nonvisual techniques. Even though the fact sheet said that consumers who have

remaining vision are provided a low vision evaluation, referred to the low vision clinic ifappropriate, and provided with

training in visual efficiency and use oflow vision aids and devices once they have mastered the nonvisual techniques,

there was a lot ofconcern about asking consumers with usable vision to take nonvisual training because it meant using

a blindfold or not working with their guide dog in a particular class as they worked on skills.

For those ofyou unfamiliar with our premier rehabilitation center in Austin, all consumers attending CCRC must

meet the state's definition of blind: a person having not more than 20/200 visual acuity in the better eye with

correcting lenses or visual acuity greater than 20/200 but with a limitation in the field ofvision such that the

widest diameter ofthe visualfield subtends an angle no greater than 20 degrees. In simpler terms, blind can

mean individuals who see nothing at all, individuals who can see light and shadows, and individuals with some limited

vision.

Ifyou are a long-time reader ofSEE/HEAR, you may remember my Spring 1 999 article, "Choosing to Carry a Full

GolfBag: An Informed Choice," in which I said that choosing the right iron for the distance in golfequates in rehabili-

tation terms to choosing the right skill to do a particularjob. The chances ofa blind person achieving his or her best are

greater with instruction, practice, experience, and a full set of skills from which to choose to travel, read, write,

communicate and take care ofpersonal needs. This is why, after years of study, we are convinced that if a person

chooses CCRC training and completes their courses as we've redesigned them, there are fewer challenges ahead for

30



which that person has not been prepared, including those individuals with some vision. Ifa person can read 20 words

a minute with optical aids, we feel that adding the skill ofreading braille at 60 words a minute is a plus, not a minus.

Which skill to use is up to the person and occasion. There is nothing from which to choose, however, ifthe person

sticks to the narrower path.

The course we are following in Texas Confidence Builders was not built overnight. The agency's top management

team averages well over 20 years with TCB and in the field of blindness. Key managers have visited with every

organization ofand for the blind in Texas extensively over the last five years and regularly meet with national groups.

We have been studying how to counteract the discouraging trend ofindividuals coming back into the rehabilitation

system time and time again after finding themselves without the skills and confidence to thrive as a blind person in an

increasingly competitive environment. We are also studying how to counteract the negative reaction to the word blind

itselfwhen blind basically means that your visual acuity is within a certain range and you use alternative ways ofdoing

many things. There's no easy solution to either issue.

The main thing about the Commission is that we are not afraid to tackle tough assignments. We are also not afraid

to admit when something isn't working and try another way, because we are in a field that is worth the time and effort.

We really believe what Congress says: Disability is a natural part ofthe human experience and the goals ofthe Nation

properly include the goal ofproviding individuals with disabilities with the tools necessary to achieve equality ofoppor-

tunity, full inclusion and integration in society, employment, independent living, and economic and social self-sufficiency.

I was asked recently what the agency's philosophy ofTexas Confidence Builders means to the children served by

our nationally recognized Blind and Visually Impaired Children's Program (BVICP) and Transition Program, and

whether nonvisual skills will be the primary focus in these two programs. In actuality, our philosophy is much broader

than this one issue. Both ofthese programs have been full participants these past two years in providing confidence-

building activities for parents and children. We're committed to working as a team with parents and our educational

colleagues to ensure children get the best possible education. In collaboration with our educational and local organiza-

tional partners, a multitude of special projects were held. Many ofyou have participated in such events yourself

-

summer camps, family workshops, and similar activities. Additionally, our BVICP and Transition staffs work individu-

ally with families to help them give their children lots ofopportunities to develop healthy self-esteems and positive "can

do" attitudes.

Our primaryjob with children and their parents is to support the parents in their quest for knowledge and under-

standing about their children's eye conditions and to provide supplemental services to the educational system and other

state programs. The Commission plans to continue being a productive member ofeach child's team, advocating that

the child who is blind gets the best possible education. As part ofthat, we will encourage parents and educators to fully

use the child's functional vision evaluation and learning media assessment to determine ifthe child is learning a reading

medium that will result in his being a proficient reader. Going back to my previous article, ifa child can read print but

fatigues easily or reads very slowly, or has a progressive eye condition that will eventually lead to him needing to know

braille, we would encourage the team to consider teaching braille so that the child can maintain literacy. The same

principles apply to other areas, such as travel and technology.

What you will consistently hear from us is to explore all possible alternatives for your child, including nonvisual

techniques. Talk to adults and groups ofadults who are blind. Find out what worked and did not work for them. Get

excited about the options and the future!

As I'm writing this, anew year has begun. I wish each and every one ofyouSEE/HEAR readers a wonderful 200 1

.

And by the way, I and my e-mail service are at peace once again.
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Clarification Regarding the Choice ofBraille

as a Reading and Writing Medium
By Dr. Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

<PhilHatlen@tsbvi.edu>

I recently had the privilege and pleasure to talk to a group ofparents ofblind and visually impaired children at a

conference in Galveston. A popular topic among parents was how the choice is made between learning media. In

other words, which children should be primarily braille readers and which should be primarily print readers? I had an

opportunity to discuss this topic on Saturday afternoon. Unfortunately, I think that some ofmy comments were not

clear, and that some parents left the meeting with impressions ofmy position on learning media that are not complete or

correct. Therefore, I am writing this article, hoping that parents who may have misunderstood me will have a better

understanding ofmy beliefs about teaching print and/or braille.

Most blind or visually impaired children fall into four categories when it comes to learning media. Some will

certainly be print readers, for their vision allows them to read quickly and accurately, using either regular print, large

print, or optical devices. Reading is not hard work for them, and they will achieve speed and comprehension rates that

are sufficient for both educational and recreational reading.

>
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Other students will obviously be braille readers and writers. Often these children will be either totally blind or have

light perception only. Contrary to myths that have existed around braille for many years, this literacy medium is not too

bulky, too slow, or too hard to find. Braille is, in fact, an excellentmedium for reading and writing, and is not a second-

class system to print.

A third group of learners will have difficulty with both print and braille. These students often have educational

challenges in addition to a visual impairment. They will explore other means of literacy. One will be auditory learning.

Another might be tactile symbols and calendar boxes. For all children who are blind or visually impaired, there will be

a means by which literacy can be achieved in some form. That is what education is all about.

The fourth group is the one about which there is some misunderstanding and often confusion. This is comprised of

children who are visually impaired and have enough vision to perform some tasks and activities visually. Some parents

and professionals will want these children to learn braille. Others will advocate for full use ofremaining vision, including

the tasks ofreading and writing.

The confusion about this fourth group happens when we fail to consider braille and print as being equal methods for

reading and writing. Ifwe believe one is superior over the other, we are at risk for making serious educational mistakes

with children. Texas has recognized this problem, and legislation has attempted to place braille and print on a "level

playing field" by requiring completion ofa Learning Media Assessment on these children. The results ofthis assess-

ment should serve as an excellent guide for the educational decisions that parents and teachers need to make.

What sometimes complicates the decision to be made, based on a learning media assessment, is that children who

will learn print can easily be provided their reading program in a general education classroom. Children for whom
braille is indicated will need to be taught by a credentialed teacher ofthe visually impaired. General education class-

room teachers are not qualified to teach braille reading and writing, nor are paraprofessionals. For the child who will

learn braille, the teacher ofthe visually impaired must be at his/her school every day. Recent data indicates that, for a

child to be successful in learning braille, the teacher ofthe visually impaired must be available to offer instruction in

reading for at least one hour per day.
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Because ofthe shortage ofteachers ofthe visually impaired in Texas as well as throughout the country, it is some-

times difficult, ifnot impossible, for the teacher to be with the braille learner for an hour a day. Ifthe teacher ofthe

visually impaired's caseload is too large, or geographic area ofresponsibility too big, then he/she may not be available

to the child as often as needed. This is a very, very serious problem in providing the correct and most useful literacy

skills to this group ofstudents. Sometimes, in cases where there seems no other solution, the teacher ofthe visually

impaired may consent to a child learning print even though braille would be preferred.

What I said in Galveston is that, ifyour child has pencil smudges on his nose when he finishes writing or ifyour child

is reading one-inch high letters on aCCTV at less than 20 words per minute, I suspect he/she is in the wrong reading

medium. Ifyour child cannot read a whole word at a single glance, then your child may not be in the best reading

medium for him/her. There are other tests to determine the correct reading medium, but the one that will satisfy both

parents and teachers is the Learning Media Assessment, and it is required by Education Code to be administered to all

blind and visually impaired students in Texas.

Parents, ifyou have not seen the results ofyour child's Learning Media Assessment, then I suggest you ask to see

it. Ifyou believe that your child would be better served with a different reading medium, then I suggest you discuss this

with your child's teacher ofthe visually impaired. Ifyour child is not receiving instruction in reading and writing as often

or for as long as you agreed to at the child's ARE) meeting, then discuss this with your teacher ofthe visually impaired.

Blind and visually impaired students are fortunate to have a variety ofmeans by which to achieve literacy. If

teachers and parents use these choices well, then every child in Texas should develop literacy skills to the maximum
extent, and in the best medium, possible. It is up to parents to know what their children need, to work together with the

schools to assure that there is agreement regarding the educational services provided, and to work with their teacher of

the visually impaired so that children are assured ofthe best education possible.

Follow the Braille Trail

Reprinted with permission from the American Foundation for the Blind

Braille is endlessly fascinating for elementary school children who read print, especially for those who have a

classmate who reads braille. The Braille Trail is the new packet from the American Foundation for the Blind to

celebrate Braille Literacy Month, which was January 200 1 . The text was written by Anna Swensen, author ofthe

popular book, Beginning with Braille (AFB Press, 1 998), and was designed specifically for sighted elementary

school children who want to learn about braille reading, writing, and math. The materials are introduced by Kyle

Belanger, a student inNew Hampshire who is an avid braille reader. He invites readers to learn more about this "secret

code" ofbraille! The Braille Trail includes background information about the code, including basic explanations

about braille contractions and the Nemeth code, and photographs ofcommon types ofbraille technology devices.

Activities in simulated braille such as scrambled words, matching columns, and riddles are included for added fun.

Lists ofkid-appropriate websites, and picture and chapter books are included to give children additional opportunities

to read more about braille and people who are blind. In addition, a copy of the special edition Weekly Reader

produced by the American Printing House for the Blind is included. There's even a "secret message" written in

uncontracted, embossed braille ! The entire packet is colorfully and cleverly designed to capture a child's interest and

imagination. Packets are free ofcharge. Due to anticipated demand, only one copy will be sent per request. ^

Since the materials were designed for sighted elementary school children and have a high graphic content, the

packet is available in print only. However, because we want blind children and teachers to also share these materials

with others, we will make available, upon request, the text content ofthe materials in braille with a description ofthe

graphics on each page. To request The Braille Trail, contact the American Foundation for the Blind National Literacy ^
Center, 100 Peachtree St., Suite 620, Atlanta, GA 30303; phone: (404) 525-2303; toll-free: (800) 232-5463; e- (/)

mail: <literacy@afb.net>. 33



What I Learned Last Summer
By Jim Durkel, Statewide StaffDevelopment Coordinator, TSBVI, Outreach

Last summer, Texas School for the Blind and Visually Impaired sponsored a technology institute. As part ofthat

training, we had a keynote speaker by the name ofGuido Corona. Guido is an employee ofIBM. One ofhis current

projects is developing software that will make surfing the Internet easier for people with sensory and motor impair-

ments. Guido has retinitis pigmentosa and has been losing visual abilities since he was a young child.

During his talk, Guido mentioned that technology serves three main functions that in his life:

• First, he uses technology to stay organized - notetakers, personal microcassette recorders, that type of

technology.

• Second, he uses technology to access his computer and the Internet.

• Finally, he uses technology to handle printed materials - bills, letters, information along those lines.

Getting this insight from Guido has helpedme start thinking about the types oftechnology that students with visual

impairments may need. It's also helped to think about desired outcomes and broad classes oftechnology, instead of

specific devices or software. My tendency was to get into ruts and become familiar with one device that I then thought

everyone should use. I would get frustrated when that piece oftechnology did not work for a particular student.

Focusing on what I want the technology to do, then looking at all my technology options, sure seems like a better plan.

Thanks for the insight, Guido

!
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New Guidelines Available to Provide Guidance on

Making Software Accessible to Deafor Blind Users
Reprinted with permission from the CPB/WGBH National Center for Accessible Media

Educational software publishers interested in making electronic textbooks and other instructional materials useful

to as many students as possible will be aided by a new publication from the CPB/WGBH National Center for Acces-

sible Media (NCAM). "Making Educational Software Accessible: Design Guidelines Including Math and Science

Solutions" is the result ofa three-year, National Science Foundation-funded effort byNCAM which offers a wealth of

information for educational designers and developers. Charles E. Mayo, Assistant Director ofTextbook Administra-

tion with the Texas Education Agency stated, "This document is a truly invaluable resource which the Texas Education

Agency will recommend to publishers as they plan development ofnew multimedia textbooks. This publication fills an

immense gap in the body oftechnical information needed by publishers to produce accessible electronic textbooks for

all students." The guidelines are also expected to aid efforts by publishers ofWeb-based media seeking to comply with

existing and pending accessibility regulations on Federal and state levels.

In this document, readers will find:

• a review ofcurrent policies requiring the use ofaccessible educational software;

• a basic understanding ofthe needs ofusers with different disabilities;

• a summary ofvarious approaches to serve users with different disabilities;

• specific solutions for designing more accessible software;

• guidelines with specific checkpoints and detailed techniques for implementation.
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Technical information covers common development environments and includes references to more detailed ac-

cessibility guidelines. In addition, specific guidelines on educational materials are included. Here's what another expert

in the field had to say about the new guidelines:

"Adherence to these guidelines by curriculum developers and publishers will make multimedia instructional mate-

rials in science and mathematics better for all students, while ensuring that those with disabilities will enjoy a greatly

improved learning environment." (Lawrence A. Scadden, Ph.D., Senior Program Director, Program for Persons with

Disabilities, National Science Foundation)

"Making Educational Software Accessible: Design Guidelines Including Math and Science Solutions" is available

free ofcharge in print and on the World Wide Web. Request print copies (bulk orders accepted) through Mary Watkins at

(6 1 7) 300-3700; e-mail: <Mary_Watldns@wgbh.org> or read the guidelines online at: <ncam.wgbh.org/cdrom>.

FCC Expands Described Video

From Telebility Media, Vol. 9, No. 3, October 2000

Described video on television for blind and visually impaired consumers will significantly expand by April-July 2002

with approval ofa new Order and Report by the Federal Communications Commission on July 2 1 . Broadcasters

affiliated with the ABC, CBS, Fox, andNBC networks in the top 25 markets would be required to provide a minimum

of50 hours per calendar quarter, roughly four hours aweek, ofdescription in prime time and/or children's programming.

Cable systems and satellite program providers, with more than 50,000 subscribers, will be required to provide

video description for the same amount and type ofprogramming on each ofany ofthe top five national, non-broadcast

networks they carry. Any broadcaster or cable system must "pass through" the video description from a provider, if it

has the technical equipment necessary to do so.

Video description is transmitted to the audience through the Secondary Audio Programming (SAP) channel. Ex-

perience will guide the Commission, the industry, and the public on whetherandwhen to expand thenew service in the future.

The new rules apply only to analog transmissions. The Commission said it wanted to bring video description to

digital transmissions, but it would not do so until more experience was had with both.

The Commission said there were nearly 1 2 million persons with a visual difficulty that cannot be corrected with

ordinary glasses or contact lenses, and noted that 9 to 14 per cent of the population 75 years or older has vision

difficulties. The new service could also benefit nearly 1 .5 million children with learning disabilities by capturing their

attention and enhancing their information processing skills.

Jim Stovall, president ofthe Narrative TelevisionNetwork (NTN), said, "As a blind person myself, and as head of

a corporation that, for over a decade, has been a leader in accessible television for blind and visually impaired people, 2|

this may well be the most significant day in the lives ofyour nation's 1 3 million visually impairedpeople and their families." P]

He added, "Narrated programming has opened a whole new world for blind and visually impaired people and their \fx

families. The FCC 's action will make it a standard throughout the industry and will begin to include the visually jV

impaired in all ofthe information, educational, and entertainment opportunities that television can provide." ,

Dr. Margaret Pfanstiehl, one ofthe nation's leading pioneers in the field ofaudio description, said, "This is going to
f^

mean so much to people across the nation who are not adequately enjoying television because they can't really see the
^j

screen." She also praised FCC Chairman William Kennard for his "courageous leadership" in supporting the rules. ^
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Larry Goldberg, director ofthe Media Access Group at WGBH-TV, commented, "WGBH's Descriptive Video

Service, DVS, is celebrating its tenth anniversary this year. While we welcome the support ofPublic Broadcasting and

Turner Classic Movie Channel, it really is time for other major information and entertainment providers tojoin in on this

vital and wonderful service for our nation's blind and visually impaired citizens." DVS is aWGBH trademark.

CO

New Web Features Will Help Employers Hire Workers with Disabilities and

Help the Media Do a Better Job ofReporting on Disability Issues

From the Presidential Task Force on Employment ofAdults with Disabilities

WASHINGTON - November 15, 2000 - New features have been added to a government Website to help

employers do a betterjob employing workers with disabilities and to helpjournalists do a betterjob reporting on issues

that affect those with disabilities. The new Employers' Resource section and Media Resource section have been

added to <www.disAbility.gov>.

"At a time when our nation is experiencing record levels ofemployment, the unemployment rate is unacceptably

high for individuals with disabilities," Secretary ofLabor Alexis M. Herman said. "This web portal is another tool to

support employers andjob seekers in the effort to increase the employment rate."

Secretary Herman chairs the Presidential Task Force on Employment ofAdults with Disabilities, which was estab-

lished in 1 998 to create a coordinated and aggressive strategy to increase the employment ofpeople with disabilities to

a rate as close as possible to that ofthe general population.

The Website, announced by President Clinton on the Tenth Anniversary ofthe Americans with Disabilities Act in

July, offers a vast array ofresources for individuals with disabilities, including information about health, housing, educa-

tion, transportation, recreation and employment. The new Employers' Resource section provides business access to

information that facilitates recruiting, hiring and making easy, low-cost accommodations for employees with disabilities.

The new Media Resource section will offerjournalists and broadcasters information on appropriate language for

reporting about people with disabilities, interviewing tips, and a growing bibliography ofpublications and films that

depict the disability experience.

Already, disAbility.gov has been accessed by more than 160,000 people and has won acclaim from other

Websites. <CBS.com> has listed <disAbility.gov> as one ofthe 1 00 most useful web services in America. A recent

study by the Harris Research Group indicates that adults with disabilities spend twice as much time on the Internet as

individuals without disabilities. The survey also found that adults with disabilities are much more likely to report that the

Internet has significantly improved the quality oftheir lives.

Despite today's robust economy, citizens with disabilities are continually under-represented in the nation's work

force. Only three ofevery ten people with disabilities are working full or part time; eight ofevery ten who are not

disabled are actively employed.

The task force chaired by Secretary Herman is currently collaborating with leading Internet dot-com employment

businesses such as <Monster.com>, <BrassRing.com> and <Webhire.com> to integrate disability related employ-

ment support tools into their services. Addition ofthese tools will not only assist the dot-coms' employer customers in

recruiting and hiring people with disabilities, but will also providejob candidates with pre-employment tools such as

resume writers and links to federal governmentjob search services.

"We are pleased that some ofAmerica's most successful online employment companies have made it a priority to
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help employers benefit from the contributions that employees with disabilities can bring to business," said Becky Ogle,

executive director ofthe task force. "We hope others willjoin us in our effort."

"<Monster.com> is excited to be a part ofthis comprehensive web portal for individuals with disabilities. We are

committed to providing the services and tools that enhance career potential for alljob seekers," said JeffTaylor, CEO
of <Monster.com>. "Working with the Presidential Task Force on Employment ofAdults with Disabilities allows

<Monster.com> to further strengthen its mission ofempowering people who wantmore out oftheir career and their life."

"We are extremely pleased to be able to participate in this worthy endeavor. The technology industry has proven

itselfto be an area where people with disabilities can truly excel," said James Sale, Executive Vice President of

<BrassRing.com>.

The Presidential Task Force on Employment ofAdults with Disabilities was established by Executive Order of

President Clinton in March of 1 998. The Task Force consists ofthe heads ofeighteen government agencies. Tony

Coelho serves as vice chair. Information about the task force also is available as <www.disAbility.gov>.

Proposed Changes for Students in Private and Home Schools

By Jean Robinson, Family Support Specialist, TSBVI, VI Outreach

Proposed changes are in sight for students enrolled in private (including home) schools. Before these proposed

changes, parents in Texas, had been allowed to request and receive special education services iftheir child was home

schooled or enrolled in a private school. Services were provided under the "dual enrollment" rule. (See Chapter

89. 1 095 <http://www.tea.state.tx.us/special.ed/rules/>.) Section 89. 1 095 required school districts to serve students

with disabilities placed in private schools by their parents ifthey were dually enrolled in the school district and private

school. Amended federal law limits the service that schools and states are obligated to provide to students placed in

private schools by their parents. With these changes, Texas proposes to fall in line with the federal regulations and

reduce services offered under "dual enrollment." The proposed rule can be found in Chapter 89.1096 (<http://

www.tea.state.tx.us/special.ed/rules/proprule.html>) and is expected to go into effect the summer of2001 . Special

education services that have been provided in the past to students under "dual enrollment" will change. Dual enrollment

will exist only for children between three and five years ofage. Parents need to consider this change when deciding

whether to enroll their child in a private school, home school, or public school. Check out the Texas Education Agency

special education website, <wwwtea.state.tx.us/special.ed>, for more information. Your public librarian can help you

access this information.

Kate's Corner - continued from page 1

Another change that has taken place is shifting the responsibility for presenting the "Through Your Child's Eyes"

workshop from Outreach staffto TCB, ESC, and others in the regional and local setting. This change began with a

one-day workshop which took place at TSBVI in December using a train-the-trainers model . Approximately halfof

the regional education service center areas were represented by stafffrom the ESCs, TCB, and in one region, from the

ECI program. Jean and I were delighted with the response to this change and feel good about turning "our baby" over

to such dedicated and competent presenters. Although many ofthe participants have not been presenters at this

workshop in the past, many ofthem have served as hosts for this workshop in their regions.

With a little more time on our hands, since "Through Your Child's Eyes" will be handled regionally, Jean and I are

working on developing two new workshops that we hope to begin taking out on the road later in 200 1 or early in 2002.

One ofthese workshops will be targeting parents ofchildren with deafblindness and focus on the tactile sense. The

other ofthese workshops will be onIDEA and vision specific SBOE rules. More information about these workshops

will be shared in future editions ofSEE/HEAR.
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CLASSIFIED
Mail or e-mail your new classifieds to Jim Durkel at:

TSBVI Outreach, 1 100 West 45th St., Austin, TX 78756, or JimDurkel@tsbvi.edu.

An up-to-date Statewide Staff Development Calendar is posted on TSBVFs website at <www.tsbvi.edu>.

INSITE:
A Home-Based Model

for Infants, Toddlers & Preschoolers

Who Are Sensory Impaired

with Other Disabilities

This six-day training is for professionals who work

with these children and their families. If you are

interested in attending this training or bringing this

training to your area, call Gigi Newton at (5 1 2) 206-

9272, or e-mail her at GigiNewton@tsbvi.edu.

Mt. Pleasant, Texas

Parti- June 4-6, 2001

Part II -June 27-29, 2001

Contact: Donna Clopton

(903)572-8551

Austin, Texas

May 14-19,2001

Contact: Gigi Newton

(512)206-9272

Cognitive/Communication

Assessment and Interventions

for Children with Multiple Disabilities

April 9-1 1,2001

College Station Conference Center, Room 1 27

1 300 George Bush Drive

College Station, Texas 77840

Presenters: Charity Rowland& Philip Schweigert

Everything you've ever wanted to know about deafblind stu-

dents, students with multiple impairments, and students with

visual impairments emphasizing: assessment instruments,

problem solving and object interaction, analyzing the commu-

nication environment, analyzing presymbolic communication,

analyzing tangible symbols.

Audience: Speech Pathologists, Educational Diagnosticians,

General and Speech Education Teachers, and Parents

Contact: Nodya Thornton at (936) 293-3787

E-mail: <thornton@esc6.net>

Website: <www.esc6.net>

Josephine L. Taylor Leadership Institute 2001

Leadership, Data, and Partnerships

to Level the Playing Field

March 16-18, 2001

Washington Marriott Hotel

Washington, DC

Carl Kupfer, M.D., recently retired Director of

the National Eye Institute, will be keynote

speaker for this year's event. Friday's plenary

session, "Bringing Services to People" brings

together experts from the fields ofophthalmol-

ogy, optometry, and vision rehabilitation special-

ties. They will address future directions and

strategies for leveling the playing field for people

who are blind or visually impaired by focusing

on leadership, data, and partnerships. Saturday's

first panel is entitled, "Bringing People to Ser-

vices." Experts will address some ofthe barri-

ers that potential consumers face such as geo-

graphic and ethnic cultural factors. Saturday's

second panel is entitled, "Go Figure! You Have

the Data You Need." Experts will focus on

how to meet your data needs for planning, ad-

ministering, and evaluating services.

Registration fees (major meals included):

"Early Bird" registration - $245

(2/16 postmark deadline)

"Pre-registration" - $295

(3/8 postmark deadline)

"At-the-Door" - $325

For more information on JLTLI 2001,

contact the events coordinator,

Gabriella Smith-Coventry

Phone: (212)502-7654

E-Mail: <gsmith@afb.net>

Website: <www.afb.org/event>

On Sunday afternoon following JLTLI

there will be a special training for parents

on IDEA provided by NAPVI.
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Deafblind Mailing List in Spanish

This list is entirely in Spanish and is for Deafblind

people, families, volunteers, professionals,

investigators and educators.

To subscribe to this list, send an email to

< listserv@listserv.rediris.es>

In the body ofthe e-mail, write:

SUBSCRIBE sordoceguera first name last name

For assistance, contact the owner at

sordoceguera-request@listserv.rediris.es

TAER
(Texas Association for the

Education and Rehabilitation

ofthe Blind and Visually Impaired)

"Partners in C.R.I.M.E."

(Partners in Collaborating Resources

Into the Millennium for Everyone)

Corpus Christi, Texas

The Omni Bayfront Hotel

April 19, 20 and 2 1,2001

This year's conference will feature Maria Runyan as

one of our guest speakers. Maria is a top-ranked

middle distance runner who participated in the 2000

Olympics. She has been legally blind since she was

nine years old. Read more information about Maria

on her web page, <www.marlarunyan.com>.

We are also excited that Jeff Moyer - author,

songwriter, entertainer, and disability rights activist has

agreed to do several presentations for our confer-

ence. Jeffis visually impaired, and his messages and

music focus on the acceptance of differences. To

find outmore about this fascinating man, visit his web

page, <www.jeffmoyer.com>.

Contact: Pamela Broadston (806) 742-2345

Annual Early Childhood

Intervention (ECI) Conference

Renaissance Hotel, Austin, Texas

April 30-May 2, 2001

This conference is for professionals and parents

involved with children ages birth to 3

who have disabilities.

Contact: The Care Line (800) 250-2246

Texas Focus:

Looking at Low Vision

Dallas/Ft. Worth Area

June 14-15,2001

Texas Focus is an annual conference designed for

teachers ofstudents with visual impairments, orienta-

tion and mobility specialists, and parents. This year

topics will center around issues concerning students

with low vision, including the use ofoptical aids, in-

creasing visual efficency, and literacy.

Contact: JimDurkel

Phone: (512)206-9270

E-mail: JimDurkel@tsbvi.edu

TSBVI Technology Institute

Austin, Texas

September 21 & 22, 2001

The Technology Institute is designed to train teachers

ofstudents with visual impairmentshow to use various

pieces oftechnology for the visually impaired. Topics

include BrailleN Speak, JAWS software, software to

assist in Internet access as well as Megadots and

Duxbury for braille production.

Contacts:

JimDurkel (5 12) 206-9270,

E-mail: JimDurkel@tsbvi.edu;

Sharon Nichols (512) 206-9388,

E-mail: SharonNichols@tsbvi.edu
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Kate's Corner

One ofthe best things about working in the field ofvisual impairments and deafblindness is the wonderful people

who become your friends through the years. At the Texas Symposium on Deafblindness which took place in February

in Dallas, many ofmy friends, new and old, came together to learn and to honor some special people we know.

Beginning on page 9 you can learn more about this celebration and some special awards that were presented there.

Another event, the TexasAER Conference, took place in April, and a number ofour friends were honored there.

Join us in congratulating all these deserving folks and celebrating their achievements.

Kate's Corner - continued on page 25
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Editor 's note: In this edition of SEE/HEAR we wanted to feature a number of individuals with visual

impairments and deafblindness who are doing a variety ofinteresting things with their lives. Asyou read about

each ofthem, we thinkyou will be reminded that life is about more than a disability.

Absorbing the Sights

By Amanda Rogers, Staff Writer, Arlington Star-Telegram

<arogers@star-telegram.com>

Reprinted courtesy of the Arlington Star-Telegram

Daynon Welch, 1 0, plows through the barns at the Stock Show, dodging poop and people with skill and trying to

see everything at once. Not so easy when your sight extends only six feet.

"What's in there?" Daynon asks as he darts ahead ofvision teacher Joanne Kennedy's group. Daynon heads inside

a barn he can barely see.

"That would hurt if it fell on you," he says as he leans closer to aBrown Swiss cow lying in the straw. "Can I touch

it?" The Granbury fourth-grader sits down next to the cow to rub her side. Soon he has petted every cow in the area.

Daynon and 53 other youngsters got their chance Friday to "see" the Stock Show and Rodeo courtesy ofthe

Telephone Pioneers, a service organization at Southwestern Bell ofFt. Worth for decades. The Pioneers picked up the

$ 1 ,200 tab for 75 rodeo tickets for the students, teachers and chaperones.

The Pioneers take the children to the Stock Show and the circus every year, said Delane Archer, one of the

organizers.

None ofthe children focuses on what they can't do, only what they can, Archer said. They visit the FFA Children's

Barnyard, cruise through the barn, then head to the rodeo.

To help the children "see" the rodeo, Southwestern Bell supplies 37 headphones connected to a microphone that

Paula Reed-Toilet uses to describe what's going on in the arena.

Rodeos are nothing new for 1 0-year-old Brittney Holland, who has been legally blind since birth. Brittney, a fifth-

grader from Aledo, started riding horses when she was 4 and won her first belt buckle for barrel racing from Profes-

sional Youth Rodeo Association at age 9.

What's so nice about this is they have headphones," said hermom, Susan Holland. "Even though we go to rodeos

twice a month, this helps Brittney know what's going on."

Brittney has no vision in one eye and has 20/400 sight in the other. To help her navigate the course, her barrel-

racing sister, Hayley, 1 2, and hermom talk to her on walkie-talkies to tell herwhen to turn and when to slow her horse,

Red. There are also people at each barrel telling Brittney when to turn.

After checking out the animals in the barns, Daynon and Brittney are eager to pull on the headphones to hear Reed-

Tollet describe the opening ceremonies at the rodeo in the Will Rogers Coliseum. Both use hand-held telescopes.

"They're riding a fabulous array of horses and some ofthem are going to do scary tricks," Reed-Toilet says

excitedly into the microphone. When a bucking horse bursts out ofthe chute, she tries to explainwhy the horse is trying

so hard to toss its rider.



"We wear a belt to hold up our pants," she says. "The horses wear a belt, but they don't care much for it. These

are wild horses and they buck."

Reed-Toilet started doing the running commentary for Southwestern Bell 25 years ago when she worked on a

children's TV show, Kid's Korner, on Channel 1 1

.

"I just try to describe all the colors and what people are doing," she says as fireworks explode inside the arena.

"Ohh, fireworks! That sound you heard was fireworks going off. Don't be afraid. They're going off inside the

building."

t
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Special Education Serves Diverse Students

By Tommy Young, Staff Writer with the Plainview Daily Herald

Reprint courtesy of the Plainview Daily Herald

Many people think ofmentally disabled children when they think about special education programs. But director

John Hightower says the Plainview ISD Special Education program has evolved into an all-encompassing project.

"We serve students with all manner ofboth physical and mental special needs. We strive to give all ofour students,

disabled or not, a fair shot at having equal access to a free public education."

The district serves 855 students with special needs and a number ofthe students have physical disabilities. The

district has a wide array ofprograms to help students who need more than traditional instruction.

"We rely on a lot oftechnology to help our students compete on a level playing field," said Hightower. "We also

employ several individuals with specific training who incorporate the technology to assist our students."

The district has one physical therapist, two occupational therapists, a school psychologist, a speech therapist, and

several teaching assistants who give the students individual attention.

One Plainview student who receives a great deal ofassistance from the various technologies and individuals in-

volved in the ISD Special Education Program is Jeffrey Pruett.

He is a 1 6-year-old freshman at Plainview High. He has been diagnosed with Friedreich's Ataxia, one ofthe 40-

plus types ofMuscular Dystrophy.

"It is a neurological disease that attacks the muscles, but Jeffrey has been hit pretty hard," explains his mother,

Jeanie Pruett. "It doesn't normally attack as early in life as it did Jeffrey. It also has affected his vision- he is legally

blind- and his hearing. He is deaf, and it doesn't normally do that."

Jeffrey is confined to a wheelchair and has lost the ability to swallow, necessitating his use ofa feeding tube. But

Jeffrey's mind is sharp and vibrant.

As his father Brian put it: "His body is confined to that wheelchair but his mind is free, and he makes the most ofthat

freedom."

"Jeffrey has the same hopes and dreams as any other 1 6-year-old. He wants to have a girl friend and go to college

and be a productive part ofsociety," says his mother.
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Jeffrey also has the Special Educationprogram at PlainviewHighhelpinghimbe as fiee as possible and attaining his goals.

"I think the school district and Mr. Hightower absolutely do the best they can to provide Jeffrey and all oftheir

disabled students the best education they can," said Mrs. Pruett. "They try and get him the kind ofequipment he needs,

and they've even gone as far as to rearrange the bus schedule where he is the last one on the route so he doesn't

become fatigued due to his bus ride. They've even customized his class schedule where they allow him to take two

blocks ofart class."

Jeffrey displays an extraordinary talent as an artist that belies his physical limitations - enough talent that he is

entering an art contest for disabled students sponsored by the Helen Keller Foundation.

Art teacher Sandy Smith feels Jeffrey 's talent inspires able-bodied students around him.

"Seeing the amount oftalent he has and what he can achieve amazes them. He has a remarkable ability to transfer

what he sees to paper or canvas. He is full of life and he brings that quality to his art work. I believe it inspires other

students to go beyond what they expect ofthemselves," said Mrs. Smith.

"He wants to be part ofwhat's going on and in art class he is able to do just that," added Mrs. Pruett.

Classmate Bryson Davis, who is a football and basketball player for the Bulldogs, agrees with the assessment of

both women: "It's not every day you see a person with his disabilities do the type ofwork that he can do. He's better

than most ofus in here."

"He's 1 times better than I am," chimed in another classmate.

Other than his limitations, Jeffrey is much like any other 1 6-year-old boy.

When asked what his favorite kind ofart project was, Jeffrey responded through teaching assistant Herminia

Zuniga: "Painting."

When pushed further Jeffrey admits, "I like painting pretty girls the most," his response inviting a chuckle from his

classmates seated near by.

Mrs. Zuniga has been with Jeffrey since his fifth grade year. The two have developed a special bond.

"Jeffrey is unable to communicate with his peers because they don't know sign language, so the only people he is

able to communicate with besides us are Mrs. (Jane) Holt, DeafEducation teacher for Plainview schools, and his

teaching assistants Glenn Truett and Herminia Zuniga," said Mr. Pruett. "At an age when you have a lot ofquestions to

ask and no one to give the answers but those who can communicate with you, they have a special relationship that is

deeper than what most students and their teachers have."

Mrs. Holt indicates that, hopefully, the communication barrier between Jeffand his peers will lessen thanks to

technology provided by the district.

"We are in the process ofhaving a laptop computer mounted on Jeffrey's wheelchair. It has Internet access and is

loaded withAOL Instant Messenger, so his friends can tell when he is on line and they can write messages to him."

"In an indirect way, having the computer will help Jeffrey with his fine motor skills, and strengthen his hands and



shoulder muscles, but it is mostly for social interaction and

communication," said Occupational Therapist Gretchen

Foster, who holds therapy sessions with Jeffrey every

other week.

The Pruetts are well aware ofthe fact that their son is

in a very precarious situation, but they have a "life is ter-

minal" attitude and focus on the fact of living life to its

fullest

They feel that the special education program ofthe

Plainview school district helps their son live the same way.

"Everyone from Mr. Hightower to Mrs. Holt and Mrs.

Zuniga and the therapists do an excellentjob at letting

Jeffrey experience school as normally as possible and by

doing so enhance the quality ofhis life," Brian Pruett said.

JeffPruett works on an art project. He is legally

blind and has to be extremely close to the subject

he is drawing. Jeffrey is entering a drawing in a

national art contestfor disabled students

sponsored by Helen Keller Foundation.
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Baby Talk

By Thomas Fields-Meyer and Frances Dinkelspiel

Reprinted from the December 11, 2000 issue ofPeople Weekly Magazine

by special permission; © 2000, Time Inc.

In her bedroom at her family's Benicia, California, home, Dionne Quan keeps on video dozens ofDisney movies

that she has watched over and over, dreaming ofone day performing in the kind of films that have captured her

imagination since she was a child. But she watches them in herown unique way, pressing her face right up to the picture

tube. "My nose is right next to the TV so I can see whatever I can see," says Quan, 22. "Whatever I can't see, I

manage to figure out."

Visually impaired since birth, Quan has never let her disability stop her from pursuing her dreams. Now with a

voice-over role as Kimi, an energetic Japanese toddler in Rugrats in Paris, the latest animated feature based on the

Nickelodeon hit series, she's living them. "She's an incredibly talented kid," says the film's voice director Charlie

Adler, 44. "There was no doubt when she came in. She wanted this. She had the ability to do this."

And do it well. Producers had to make some minor adjustments to accommodate Quan's disability while they

recorded, repositioning the microphone so it wouldn't pick up the sound ofher fingers on her braille script; they also

avoided last minute dialogue changes. But before long, any difference between Quan and her castmates melted away.

"She gives a fresh immediacy to all ofher lines," says her voice teacher Mike Matthews. " I forget she's not sighted.

She actually sees more, ifyou will, than most ofus do."

That insight has developed through hard work and dedication - both from Dionne and her parents, Daryl, 46, and

Lori, 44, who run a sewing machine and vacuum store in nearby Vallejo. The older oftheirtwo children (brother Daryl

is 20), Dionne seemed healthy at birth. But four months later Lori noticed that her daughter's eyes weren't following

the mobile twirling above her crib. A CAT scan showed she had some brain irregularities, and at 6 months she was

diagnosed with hypoplasia - or underdevelopment - ofthe optic nerve. The unusual condition left her with extremely

limited sight, allowing her to make out only some colors and vague shapes.

5
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Determined to help her daughter succeed, Lori rearranged her life to focus on Dionne, speaking to her all day and

describing everything she did and saw to orient the child. "I wanted to help her as much as I could so she could achieve

her dreams," say Lori, who told her daughter: "You want to act, go act. You want to play ball, go play ball."

Quan didn't take long to choose. Drawn to reading, having learned braille at age 7, she liked to act out the

characters in her storybooks. At 1 0, she enrolled in an after-school program at a San Francisco drama school, where

she learned how to make herway around a stage. "Obviously things like pantomiming didn't work so well," she says,

"because I couldn't imagine something inmy hand when it really wasn't there."

Then, when Quan was 1 2, her father heard voice-over teacher Samantha Paris on a radio talk show and took

Dionne to study with her. "Itjust opened up a whole new world," Dionne says, because I didn't have to worry about

gesturing." In fact, her impaired vision may have heightened her other senses. "She has an incredible ear," says Paris.

"To hear this girl sing makes you cry."

Having found her niche, Quan flourished, landing her first commercialjob at 14 in an ad for a health maintenance

organization. Voice-overs for such projects asjelly bean ads and children's cartoons, including Nickelodeon's The

Wild Thornberries, followed. By the time she auditioned for Rugrats, Quan was a pro. "It was a challenge to find a

voice that would meld with the ensemble and have the same youth, the innocence, the vitality," says talent director

Barbara Wright, who chose Quan from 200 hopefuls. "Dionne had a unique, very dear quality."

So dear, in fact, that she was promptly offered - and accepted - a recurring role on the Rugrats television show.

Early next year Quan plans to move out ofher parents' home and into one she will share with brother Daryl, aUCLA
student, in Los Angeles, which presents its own challenges. "It's going to be a good experience," she says. "But in a

way it's scary." To prepare, she got special training in programs that teach blind people basic skills. And for the first

time, she learned to write in conventional script - for the express purpose, she says, ofsigning autographs.

Blindness Isn't an Obstacle

By Adam Shell

Feb 16, 2001, Copyright 2001, USA TODAY. Reprinted with permission

Laura Sloate still remembers the sting ofrejection, the mean-spirited words, the blatant discrimination. While

interviewing for her firstjob as a securities analyst in the late '60s - armed only with youthful enthusiasm and a master's

degree in history - a research chiefat a brokerage firm basically told her to forget about a career on Wall Street. "He

said, 'You have three things against you: You're a woman; you can't see; and you're inexperienced," Sloate recalls.

She proved him wrong. Today, she manages a $405 million stock portfolio even though she can't read a stock chart,

scan a spreadsheet or view a hot new product. Sloate, 55, has been blind since detached retinas robbed her ofher

sight at age 6. The handicap hasn't stopped the determined Sloate from succeeding in the sighted world. She heads

Sloate Weisman Murray & Co., an investment firm she co-founded in 1 974. She also manages the Strong Value fund,

which gained 13% last year despite the stock market's worst performance in a decade.

Most blind people only dream ofSloate's success. Ofthe estimated 1 .3 million Americans 22 to 50 who are legally

blind, about halfare unemployed, says the American Foundation for the Blind. And one in three blind people 1 8 to 64

who do work earn less than $20,000 a year.

Still, the fiercely competitive Sloate says sight isn't an issue. "Blindness isn't an obstacle," says Sloate, who has

worked on Wall Street since 1 968. "Itjust forces you to do things differently."

Like most on Wall Street, information is Sloate's lifeblood. "I'm an informationjunkie," she says. "IfI went cold

6



turkey, I'd be in worse shape than a three-pack-a-day smoker without a cigarette." The trick - and the key to success - is

getting data into her head. She spends her entire day doingjust that. "My full knowledge input isthroughmy ears," she says.

ULTIMATE IN MULTI-TASKING

It is 10 a.m. and the trading day is in full swing. While her guide dog, an 8-year-old German shepherd named

Quartz, naps at her feet, Sloate is doing what seems like 1 things at once: Listening to breaking business news that

spills out ofher PC's speakers at 320 words per minute.

Checking stock quotes. She hits the F3 key on her PC and punches in the symbol C. A robotic voice responds

with a quote for Citigroup, her top holding: "C ... Bid ... 50 ... Point ... 5265 ... End ... Ask ... 50 ... Point ... 750 ...

End." Head trader Michael Adamson serves as a human stock ticker, updating Sloate via speakerphone.

Reading e-mail. She double clicks on a message from a Wall Street analyst dissecting Citigroup's earnings report

released before the bell. The computer reads the e-mail's content to her.

"Laura gets through inhuman amounts ofinformation," says Chip Rewey, senior portfolio manager at Sloate's firm.

Rewey sits directly across from his boss during the trading day, feeding her relevant tidbits from brokerage reports and

trade magazines. Sloate retains everything.

"She has the equivalent ofa photographic memory," says Neil Weisman, who co-founded the firm with Sloate and

left in 1 986 to start his own hedge fund. Not being able to see forces her to rely heavily on technology - and other

people - to get things done. Friends and colleagues often serve as her eyes. "Maybe I can't tell whether the Gap's

fashions are great, but I know enough people who do," Sloate says. Ifshe needs to analyze a chart or spreadsheet,

she'll ask a trusted business associate for help.

Sloate doesn't feel sorry for herselfor make excuses, but she says being blind often frustrates her. "Sometimes it's

wanting to do something that I can't do alone, like riding a bike." There are professional obstacles, too. The stigma

associated with being blind tends to close doors. If she were shopping for a new job, she suspects prospective

employers would be reluctant despite her track record. Prospecting for new investors is also tougher. Sloate says

manyjust aren't comfortable handing their money to a blind person. So she doesn't go out ofherway to tell people on

the phone about her disability. "When I show up with a dog they are at best skeptical," she says. "But that wears off

when they engage me in conversation and figure out I'm not a total idiot."

In fact, Dick Strong, founder ofStrong Funds, admits that he talked to Sloate for 2 years on the phone and "didn't

know she was blind." Co-workers and former colleagues describe her as fair, yet tough. "Some people like criticism

to be delivered with a bouquet offlowers; you will not get that from Laura," says Donna Leone, the firm's chief

operating officer who was hired 20 years ago as Sloate's personal assistant. Weisman, her former partner, says Sloate

holds herselfto the same high standards. "She's very tough on herself; she's her own worst critic." Always prepared,

Sloate is described as loyal, caring and generous. Co-workers say she's a wonderful teacher, inviting members ofher

firm to dinner where she'll tell them what they're doing well and, ofcourse, how they need to improve. She dotes over

her dog, Quartz, like a loving parent. One evening long after the market closed, she plopped Quartz's tin dog dish on

her desk and prepared dinner: low-fat cottage cheese mixed with dry dog food. Sloate says when Quartz underwent

back surgery recently, she was "traumatized."

Sloate likes being prepared. When a potential client leaves a phone message, for instance, she'll quickly research

who they are, where they work, and ifthey're on any corporate boards. When going somewhere for the first time, she

checks which side ofthe street the building is on and where the entrances are. "She likes to be in control," Weisman

says. When it comes to investing, Sloate looks for quality companies selling at cheap prices. But she won't buy a
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stockjust because it's cheap: A catalyst, such as rebounding earnings, new management or a restructuring, must be in

place. Toys R Us is a perfect example. Sloate recently started buying the stock on the beliefthat business would

improve in the wake ofthe death or near demise ofdot-com retailers, such as eToys.

3:45 A.M. WAKE-UP CALL

Keeping up with Wall Street's best isn't easy. Sloate is a workhorse who sleeps less than four hours a night. Her

day starts at 3 :45 a.m. The minute she gets up she "flips on" the paper. Picking up the phone, she dials a number and

keys in a six-digit access code. When the call connects, she gets a line-by-line account of stories published by top

national newspapers. She feeds and grooms Quartz while "reading." It's common for Sloate to leave employees voice

mail at 4 a.m. Working out comes next. "It's the way I getmy stress relief," she says. By 5:30 a.m. she's climbing up

and down 75 flights of stairs in her Manhattan apartment building. A personal trainer arrives at 6 a.m. to spot her

during her workout with weights. The fit 5-foot-6, 1 1 0-pound Sloate bench-presses 60 pounds 60 times - in three

consecutive supersets. She arrives at her Park Avenue office by 8:30 a.m. Her day extends well beyond trading hours,

too. It's 6:45 on a Thursday night in early January and Sloate is still hard at work. As usual, she's doing two things at

once. "I get bored fast," she says. It's not unusual for her to have two people reading newspaper and magazine articles

to her simultaneously. This night, Tracey Paleo, an actress, is reading Sloate stories from The Financial Times. At the

same time, Rewey is reading her breaking news from the Internet. Sloate "reads" in several ways. On weekends, she

scans some 300 pages ofmagazine articles and other print materials into her PC, which converts it into voice. Soft-

ware also lets her read Internet articles. Then, of course, there are the real-life readers like Paleo. The pay for the

aspiring actresses and university students Sloate hires to read: $8.50 to $ 1 an hour. Hidden away in a corner office

that doubles as a makeshift library, the readers can be spotted reading books and articles out loud into tape recorders.

Managing money and analyzing stocks is the bestjob in the world, says Sloate, who also finds time to teach a securities

analysis course at Columbia University. But her true passion is opera. She has attended about 1 ,000 performances,

mostly atNew York's Metropolitan Opera, where she's a board member. "The opera is very civilized," she says. And
rock or rap? "It'sjust noise. My ears are very sensitive."

A NIGHT AT THE OPERA

One night last month, a trip to a performance ofGiuseppe Verdi's La Traviata at the Met illustrated Sloate's

organizational skills. Because oflong work hours, Sloate typically doesn't arrive at the opera house until the start ofthe

second act. Prior to the season, she requests a timetable from the Met that lists when all the acts begin and end. "The

joke at the opera is I'm an expert on the second and third acts," she quips. On this night, Sloate leaves her Park

Avenue office at 8 : 1 5 p.m. sharp. Her driver, Michael Piniero, zooms uptown in a van. Dinner is served in the back

seat. Sloate dines on popcorn and coffee. Arriving at the Met around 8:40 p.m., a few minutes too early, Piniero waits

patiently on a nearby street. At 8:45 p.m., Sloate gives the word, and Piniero drives into the parking garage for the

drop-off. Once inside, Sloate, with Quartz at her side, takes charge. "Go up the stairs. Walk to the left ofthe bar. The

doors to the orchestra are straight ahead. We're in Row D." The lights dimjust after Sloate sits down. The curtain

rises and the crowd applauds before a note is sung. Sloate says the audience must like the scenery. "New Yorkers are

very vocal about what they like and don't like. I've heard them boo the scenery," she says.

Sloate, who has never married, has two brothers and grew up in Brooklyn. She spentmuch ofher childhood at home,

where hermom, Elsie,now 94, would read to her. Her eye troubles kept her out ofschool until 1 4, her freshman year in high

school. "I hada difficulttime," Sloate says ofher socializationproblems at school. Her interest in stocksbeganwhen she was

1 0. Her dad, Kelly,who was an investor, would call her inonNew Year's Eve to calculate the value ofhis portfolio. She says

she'd do the calculations in herhead faster than he could with apad and pencil. She's still good with numbers, Rewey says.

When Sloate gets the bill at a restaurant - and she eats out every night - Rewey says he'll read her the price ofevery item, and

she is able to calculate the total, including tax and tip, to the penny in her head.

She landed her firstjob in 1968 with a tiny mutual fund that went out ofbusiness 4 months later. She then landed a
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job as an analyst at a small firm where she earned $200 a week, $ 140 ofwhich she paid to a secretary she hired to read

for her. In 1 972, she landed ajob as an analyst at Burnham& Co. "Laura is in love with the business and committed

to it, sadly, without a hell ofa lot ofother distractions," says author Peter Tanous, who wrote a chapter about Sloate in

his book, Investment Gurus. Sloate herselfadmits that she's so devoted to and energized by herjob that retirement h^

is out ofthe question. "I don't enjoy being away from the business," she says. "I could have retired a long time ago." ^

Just a Typical Teenager

By Kate Moss, Family Specialist, TSBVI, Texas Deafblind Outreach H

Kassandra Marie Luna, otherwise known as KC, isjust a typical teenage girl from Laredo, Texas. She likes to

spend her time talking on the phone to friends, listening to her CDs (preferably rap), and practicing drum cadences.

During the school year she attends her local school, where she takes a regular schedule ofacademic classes. She is a

good student with an easy going personality. Her qualities are apparent to all those who know her, which led to her

being voted the 1999 Christen Middle School Homecoming Queen.

Although she enjoys her experiences in herhome school, she likes to attend summer school classes at Texas School

for the Blind and Visually Impaired. It's nice to be around other kids facing the same or similar challenges. She also

likes learning more about technology for people with visual impairments.

Some ofher other favorite things include visiting relatives in San Antonio, Houston and other parts ofTexas. She

also likes taking vacations with her parents, Sandra and Luis Ramirez.

KC was born prematurely and has Retinopathy ofPrematurity which resulted in her becoming functionally blind.

Despite some ofthe challenges her visual impairment adds to life, KC plans to graduate from a university with a degree

in rehabilitation counseling. She would like to live in a larger city, marry and have children eventually.

When asked not long ago how would she change the world ifshe could, KC replied, "...by giving teenagers much
more freedom to do what they like, excluding anything having to do with a criminal nature. I would try to make people

understand the blind more and have them stop being overprotective ofus."

A Celebration ofCommunities and Connections:

The 2001 Texas Symposium on Deafblindness

By Kate Moss, Family Specialist, TSBVI, Texas Deafblind Outreach

Itwas a dark and stormy nightwhen families, professionals and paraprofessionals from across Texas began arriving

in Dallas for the 200 1 Symposium on Deafblindness. Despite the terrible weather typical for Texas in February, spirits

were high as people gathered in the registration area to renew old friendships and make new connections. The

Symposium that followed over the next two days proved to be both a valuable training opportunity and an event that

celebrated the community ofpeople who are connected by deafblindness.

The Friday morning general session opened with a welcome by Outreach Director, Cyral Miller, followed by a

"state ofthe State" message from Marty Murrell, Texas Deafblind Project Grant Director with Texas Education

Agency. The almost 400 individuals in attendance were then treated to a keynote address from Cathy Allen, parent of

ayoung girl withCHARGE Syndrome who is deafblind. Cathy set the tone for the entire conference by reminding us

ofthe importance ofcollaborationbetween the family and the professionals in achieving quality services and program-

ming for a child with deafblindness. She made us laugh and also cry with her comments on thejoys and struggles of

parenting a child with deafblindness and navigating the educational and medical systems. Cathy was definitely a tough

act to follow. n



Probably the only person brave enough to take on the challenge of

following Cathy was the next scheduled speaker, Dr.Jan van Dijk ofthe

Netherlands. His general address, "Stress: The Destroyer ofHealthy

Brain Formation," reviewed information about how stress prevents the

growth ofneural networks in the brain ofa person with deafblindness. In

addition to giving the general presentation, Dr. van Dijk presented three

other breakout sessions over the next two days, including a discussion of

the essentials in his methodology, delayed manifestations ofCongenital

Rubella Syndrome, and information on a new CD-ROM curriculum on

assessment ofpersons with deafblindness.

Cathy Allen, a parentfrom Mesquite, Following the keynote and general session, breakout sessions were
Texas, shares thejoys and struggles ^e\^ on Friday afternoon and Saturday morning. There were many won-
ofcollaborating with professionals. derful speakers, and most participants had a great deal ofdifficulty decid-

ing which sessions to attend. Some ofthe speakers presenting during these sessions included Barbara Miles, Jim

Durkel, Millie Smith, Cathy Allen, Kathy Williams, Marsha Dunn Klein, Marlyn Minkin, Kim Conlin, Fran LaWare,

Deanna Peterson, Lauren Lieberman, Maria Velarde Bove, Tom Miller, Sally Prouty, Linda Mamer, Melvin Marx,

Casey Grim, Chris Montgomery, Tish Smith, Sandra Davenport, David Wiley, CC Davis, Steve Schoen, and Jeanne

Reeves. Topics included information on touch, communication, routines, Usher Syndrome, CHARGE, Congenital

Rubella Syndrome, assistive listening devices, family issues, assessment, home life, interveners, sexuality education,

orientation and mobility, braille, feeding issues, self-determination, and mental health issues.

A new feature of this year's Symposium was the presentation of four

awards during the Saturday luncheon. We hope this will become a regular

feature of future Symposiums. Each year preceding the Symposium on

Deafblindness a nomination form will be published in the Summer edition of

SEE/HEAR. Anyone may nominate individuals for each ofthe four awards

and return the form to Texas Deafblind Outreach. A committee made up of

individuals with deafblindness, family members, educators, interveners, and

rehabilitation staffworking with individuals who are deafblind will review the

nominations and select the recipients. Awards will be presented every other

year at the Symposium on Deafblindness. The awards are the Trail Blazer

Award, the Intervener Award, the Excellence in Education Award, and the

Ann Silverrain Award. Dr. Jan van Dijk explains

the impact ofstress on

individuals with deafblindness.The Trail Blazer Award is given to a family memberwho has, through their

advocacy or efforts on behalfoftheir family member with deafblindness, blazed a trail that has made it easier for other

families who follow. This year's Trail Blazer Award was given to the parents whose advocacy efforts resulted in the

first school services in Texas for children with deafblindness. They included Gail and Paul Abraham, Mary and Dick

Behnke, Jackie and Everett Bryan, J.W Carter, Larry and Evelyn Clark, Wandene and Wes Coughran, Angie Dugan,

Lloyd and Faye Eller, John and Geraldine Ellis, Sandra and Beau Faircloth, Marion and Lynn Freeman, Marilee and

Clay Frost, Holton and Rita George, Richard and Joyce Hixson, Robert and Geneva Koonce, Vidal and Yolanda

Maldonado, Patricia McCallum, Lorene and D.W. Murphy, Betty Murphy, Celestine and Riley Rand, Gilbert and

Socorro Salazar, Delia and Andres Sanchez, Margaret and Michael Seguin, Homer and Mary Smith, Annie and

Garland Wade, Evelyn Ware, and Anita Wheat. Accepting the award on behalfofthese families were Evelyn and

Larry Clark, Marion Freeman, Patricia McCallum, and Celestine Rand. Each ofthese families are still involved in

supporting individuals with deafblindness. Dr. Evelyn Clark is a school principal in Houston and currently has a young

deafblind student at her school. Marion Freeman is the Treasurer ofDBMAT. Patricia McCallum is the Secretary of

NFADB and a former Executive Director ofDBMAT. Celestine is aDBMAT Regional Coordinator in ESC Region

1 8, the Midland/Odessa area.
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The Intervener Award is given to an intervener who has demonstrated excellence in supporting a child with

deafblindness and whose efforts have contributed to the success ofthe intervener model in Texas. This year's award

went to Ann Bielert, who has served as an intervener for four different children with deafblindness and was one ofthe

first official interveners in Texas. Ann has worked hard over the past nine years to improve her skills and knowledge

about deafblindness through onsite visits from Outreach, participation in workshops, and involvement in the intervener

training meetings. She has also shared her expertise with others by presenting at Outreach sponsored training, and at

the Canadian Deaf-Blind conference held in Vancouver in 1 998. Ann also serves on the Texas Deafblind Outreach

Advisory Board.

The Excellence in Education Award is given to an educational professional who has made a long-term commitment

to excellence in education for Texas students with deafblindness. Karen Buchine, Teacher ofthe Deafand Hearing

Impaired, with the Regional Day School Program for the Deafin Alief, Texas was the first recipient ofthis award.

Karen has worked with numerous deafblind children and has been a strong advocate for quality programming. She has

also been a valued collaborator with Texas Deafblind Outreach, serving on our Advisory Board and helping with many
special projects.

Our final award, the Ann Silverrain Award, is given to a person who has made an extraordinary commitment to

improving the lives ofindividuals with deafblindness in the Texas. Randy Feille, Supervisor ofDeaf-Blind Services for

Texas Commission for the Blind, was given this special honor. Over the years, Randy has worked in many capacities

to improve the lives of individuals with deafblindness. He began his career in deafblindness instructing deafblind

students in after school activities and daily living skills at TSBVI's Deaf-Blind Annex. He's been a houseparent and

instructor at Criss Cole Rehabilitation Center, and was instrumental in starting the Deaf-Blind Services department at

Texas Commission for the Blind. He also served as the Co-Chair ofthe Texas Interagency Task Force for Future

Services to Deaf-Blind from its inception in 1 979 until 2000.

We are proud ofthese individuals and very thankful for the support they have given to Outreach through the years. We
look forwardtomany more years ofworking togetherwiththem in supportofindividuals with deafblindness in Texas.

Some ofthe most valued sessions at the Symposium were

presented by individuals with deafblindness. Alberto

Gonzales from Austin, Texas talked about his life andhow he

has overcome many obstacles related to deafblindness.

Sharing this presentation with Alberto were two profession-

als who help Alberto make connections in the world. These

individuals are Nancy Kimbro,O&M Specialist, and Jackie

Souhrada, Deafblind Community-Based Apartment Super-

visor. One parent who attended Alberto's session com-

mented that she now has hope for her son. Alberto helped

her see that, despite being deafblind, her son can grow up

and have a good life . This was a good reminder to me about

how important it is for parents to have adult mentors and role

Alberto Gonzales and Edwin Carter

get to know each other at the Saturday luncheon.

models who are deafblind. There is no one more experienced about deafblindness than a person with deafblindness.

As professionals, we really need to utilize this expertise more often.

Three other individuals with deafblindness, Andrew Prouty from Shoreview, Minnesota, Rosie Yanez from El Paso,

Texas and Edwin Carter from Dallas, Texas also shared their experiences with us during the Symposium. These young

adults were keynote speakers at our closing session on Saturday. All three ofthese wonderful individuals hadparticipated

inthe "Self-Determination: CreatingaPathto the Future" seminarheld in conjunctionwith the American Association ofthe

Deaf-Blind Conference in Columbus, Ohio during the summerof2000.
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Andrew Prouty, Edwin Carter, and Rosie Yanez are

three self-determinedyoung adults. Theypresented

inspiring closing keynote addresses at the 2001 Texas

Symposium on Deafblindness.

Andrew showed a video that his brother, Bill, had

made as a graduation present when Andrew com-

pleted high school. It featured highlights ofAndrew

growing up in the Prouty family. Andrew talked about

the challenges he faces, the two jobs he currently

holds, and his dreams for the future. He reminded us

ofthe important role his family has played in his life,

but emphasized how important it is for him to believe

in himself. Andrew also co-presented with his mother,

Sally Prouty, Coordinator ofthe Minnesota Deafblind

Project, in a morning breakout session. A parent

whose young child has CHARGE commented later

that seeing Andrew renewed her. He made her even

more determined to keep pushing for quality program-

ming forher child.

Edwin and Rosie were our final speakers. Their presentation had the greatest impact onme because I have known

these "kids" for a very long time. Hearing them share their experience fromAADB and talk about their dreams was

very exciting. They were both eloquent about why the things they learned about self-determination are important. I

know that Edwin and Rosie will always be leaders and friends. They will advocate for themselves as well as for others

with deafblindness. They will face the challenges that come their way and persevere. I felt a deep sense ofpride in

knowing them; they truly inspired me with their message. I know that their parents, Linda and Jackie Carter and

Suzannaand Oscar Santillon, their siblings, their friends, and all the professionals who have worked withthem through

the years are proud ofthem, too.

From the comments shared by the participants and presenters, and among Outreach staff, I consider the 2001

Texas Symposium on Deafblindness a success. I came away with a renewed sense ofcommitment to improving

the quality of lives for all individuals with deafblindness in Texas. I also feel that my efforts will be magnified

through the connection I have with a larger community ofother committed individuals, throughout the state, the

nation, and the world.

Trends in the Use ofBraille Contractions in the United States

Implications for UBC Decisions

By Sally S. Mangold, Ph.D.

Reprinted with permission from

The National Federation of the Blind, October 2000 Braille Monitor

OVERVIEW

The practice ofeducating blind children in regular classrooms with sighted peers is growing worldwide. Hundreds

ofblind children have been successfully mainstreamed during the lasttwo decades. Many ofthem are now adults with

excellent Braille literacy skills allowing full and independent participation in society. It is unfortunate that an even

greater number ofblind individuals did not acquire adequate Braille literacy skills while in school and therefore remain

unemployed. Experience has shown that blind children can be successfully educated in the regular classroom ifthey

have abundant Braille materials equivalent to the print materials provided to their sighted peers. In addition to instruc-

tion from the regular classroom teacher these students must receive supplementary instruction from a teacher with

knowledge ofthe Braille code.
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The Unified Braille Code (UBC) committees are working diligently to create amore efficient Braille system for

the English-speaking countries. Committee II is responsible for the selection ofa recommended list ofBraille contrac-

tions to be incorporated into the revised literary code. It is important that the members ofCommittee II decide which

Braille contractions promote rapid and accurate Braille reading and writing in light ofcontemporary pedagogical issues.

The author fervently hopes that this paper will stimulate an interest in documenting contemporary pedagogy and con-

sidering the opinions ofleading educators in all English-speaking countries before establishing official code changes. A
new Braille code should be both appropriate for the students oftoday and easy to implement.

CURRENT TRENDS

The Braille literacy movement in the United States is expressed by the actions oftwo major groups. There is an establish-

mentmovementwhosemembers represent various governmental agencies, private agencies, Braille code specialists, Braille

transcribers, and Braille embossing houses. Their concerns often center on changing technology as it relates to Braille

production using the present Braille codes. They continue to adhere to the official Braille codes during production butwould

welcome changes in the codes that result in amore consistent and reader-friendly product

There is also a consumer/educator-driven movement whose members represent teachers, parents, and blind con-

sumers ofall ages. They support the efforts ofteachers and consumers who formany years have quietly made changes

in the Braille literary code and its uses. The changes relate directly to the use ofcertain Braille contractions and a

greater use ofletter-by-letter Grade I Braille. These deviations from the official code are occurring in an attempt to

represent print formats used in regular classrooms more accurately. New technology allows the gradual introduction of

contractions as each student reaches developmental milestones.

When is unconnected Braille used? Which Braille contractions are being eliminated? The outstanding work of

Committee II and its recommendations for changes in the Braille code highlight the most frequently requested code

changes by both Braille literacy action groups. Committee II recommends the deletion ofble, com, dd, to, into, and by.

There are also recommendations for certain changes regarding the use ofspecific short-form words.

A growing number ofeducators are eliminating four groups ofcontractions in addition to those recommended by

Committee II:

• Whole-word lower contractions that are identical in configuration to upper single letter whole-word contrac-

tions. They include be, were, his, was, in, and enough. These lower contractions are not easily read by many

students, even at advanced reading levels and even when contextual clues are plentiful.

• Double-letter lower contractions that are identical in configuration to single letters. They include bb, cc, dd,

ff,andgg.

• Two-cell contractions that begin with the dots 5-6. They include ence, ong, ful, tion, ness, ment, and ity.

Confusion between letters preceded by the letter sign and these contractions often occurs.

• The two-cell contractions that begin with dot 6, ation and ally. These contractions are often interpreted as

capital letters rather than contractions.

All ofthe above contractions are somewhat difficult for beginning Braille readers to identify in short phrases, and

many are extremely difficult to identify when isolated in word lists. I personally support the elimination ofall ofthe

above-mentioned problem contractions.

Many educators and consumers believe that unambiguous contractions that have unique configurations, for ex-

ample, er, ar, ed, should be maintained and used when the students have reached upper elementary developmental

milestones. Basic concepts ofalliteration and phonetic word construction will have been mastered at this level.
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HOW IS A MODIFIED BRAILLE CODE BEING USED?

Minnesota policy

An entire region ofMinnesota has adopted a policy ofGrade I Braille in the first year ofschool. Gradual introduc-

tion ofGrade II contractions takes place during the subsequent years.

Discussion:

The teachers involved in the pilot program reported that after one year they have observed higher academic

achievement scores in reading rates and reading accuracy in children using Grade I than was previously seen in children

using Grade II in the first year ofschool. The grade I users showed greater interaction and participation with sighted

children both academically and socially. Grade I can easily be incorporated in books, games, spelling competition, and

life-skills labeling.

Multiply Impaired Children

Multiply impaired blind children are being introduced to Grade I Braille first. Short-form words and Grade II

contractions are introduced after thorough mastery ofthe alphabet and beginning reading has been achieved.

Discussion:

Multiply handicapped and learning-disabled students must have extensive practice at each level before being intro-

duced to new symbols. The presentation in Grade I is consistent in configuration whenever used. The teachers report

a reduction in Braille letter-reversal reading errors when Grade I is used for an extended period oftime.

Beginning Readers

Grade I is being used more with beginning readers ofall ages.

Discussion:

Beginning reading exercises, spelling, and introduction ofnew vocabulary often show words in isolation. As the

reading vocabulary increases, the majority ofcontracted words may be more easily understood in context.

Contractions

Certain single-cell lower contractions and certain two-cell contractions appear to be difficult for many readers to

interpret with confidence even at more advanced reading levels. The problem contractions, in addition to those

identified by Committee II, are his, were, was, be, in, enough, bb, cc, dd, ff, gg, fill, ong, ment, ity, ation, and ally.

Discussion:

Undesirable hand movements have been observed as Braille readers frequently recheck these contractions in order

to discern whether they are reading an upper- or a lower-cell contraction. It is almost impossible to identify single-cell

lower contractions when they appear in columns. The overwhelming majority ofeducators withwhom I speak want to

see these contractions eliminated from the code. Until such a decision is made, the problem contractions are often

being written in Grade I.

New Technology and Braille

Grade I is required for the use ofnew technology. Voice-output and dynamic Braille-display devices fre-

quently require the use ofboth Grade I and Grade II Braille when entering commands for operations.

Discussion:

We have many myths in education. For years it has been said that a student would become confused ifpresented

with both Grade I and Grade II Braille. It was feared that the use ofboth codes would result in inaccurate writing and

unacceptable practices. One need only observe a few ofthe thousands ofcapable blind children and adults who use
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technology to produce papers and reports to see that a well trained individual can successfully use both codes inter-

changeably.

Grade I and Newly Blinded Individuals

Grade I Braille is used for instruction ofnewly blinded youth and adults.

Discussion:

New teaching methodologies use Braille labels in Grade I for an extended period oftime before introducing books.

The first books are in Grade I. Instructors believe that greater immediate success in using Braille to complete daily

tasks and regain literacy skills increases self-confidence ofnewly blinded youth and adults.

Parents and Regular Classroom Teachers

Parents and regular classroom teachers are learning and using Grade I Braille.

Discussion:

Parents and regular classroom teachers are learning the Braille alphabet and numerals when their blind students are

first introduced to Grade I Braille. They are correcting assignments, writing accurate examples in Braille for the

students, and enjoying Braille themselves. Their enthusiasm encourages the students. They can provide immediate

feedback to the children about their performance and quickly correct errors. Many blind students who are

mainstreamed do not have the services ofa vision teacher each day and often receive no feedback about the Braille

they produce until several days have elapsed.

Beginningwriting

There is a rapidly growing trend to use Grade I Braille for writing at beginning levels.

Discussion:

Teachers and sighted peers spell words to the blind child one letter at a time. The blind child writes the words one

letter at a time. The presentation ofGrade I in reading books provides an accurate model for the young child who is

already writing Grade I. I believe that we will continue to see even greater use ofGrade I Braille in the future.

AHISTORY OF CONTROVERSY

A Braille literacy movement took place in France during the 1 830's. No one wanted to change the traditional

training for the blind. The raised-print letters used for classroom instruction were very difficult to produce and were

read very slowly by touch. The resistance to change resulted from a beliefthat, because ofthe common typestyle, any

sighted person could assist any blind child, which made education more accessible to the blind. Braille as an official

educational medium was accepted only after blind high school students insisted on using the code because it allowed

them to write for the first time. One brave teacher convinced the school board to adopt Braille as an official code after

he observed improved interest and achievement among his students who were using Braille.

We need to listen to blind consumers today. They are demonstrating new uses for Braille and articulating unre-

solved needs. The blind adult population has demonstrated its immense ability to infuse new symbols into the official

code and use technologies that require the mastery ofboth Grade I and Grade II Braille.

Our present code was never thoroughly researched when it was adopted early in this century. The practice ofusing

Grade II only was a unilateral decision by Bob Irwin, then president ofthe American Foundation for the Blind. His

main impetus was to provide a Braille reading code that would parallel the sight-reading approach used in regular

classrooms during the 1 930's. The U.S. wasjust recovering from an economic depression, and he showed that using

Grade II could save money because it took less paper. His decision was opposed by the national organization of

educators, to no avail.
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From 1910 until 1950 there was a commonly used method for teaching Braille. Grade I Braille (alphabet only)

was taught in the first three years ofschool. Grade 1-1/2 (alphabet plus 44 one-cell contractions) was taught during the

next three years. Grade II Braille (alphabet plus 1 89 one-cell and two-cell contractions) was taught in year seven and

used through year twelve. The most difficult contractions to learn were not introduced until the seventh year and were

taught within an educational system that provided Braille instruction every hour ofthe school day.

The cognitive demands ofyoung blind children are greater than those required oftheir sighted peers ifall ofthe

contractions are presented during the first year ofschool. The number ofabstract symbols is much higher in Braille than

in print. The correct application ofmany contractions requires discrete spatial interpretation that is difficult for most

young learners.

The majority ofblind people educated by the three-levels-of-contractions method were good Braille readers. They

exhibited proficiency in writing, spelling, and grammar. The vast majority became independent and self-sufficient

adults. These were blind students with average and above average academic abilities. They could probably have

excelled with any code ofBraille. Today's population ofstudents is very different, and their learning needs must be

addressed when selecting acceptable Braille contractions. The research by Troughton and Mangold supports the use

ofGrade I for certain purposes. The data indicate that applications for the use ofBraille must be considered in the

selection ofthe most appropriate code relative to a given purpose.

RECOMMENDATIONS

• The deletion ofcertain contractions, as recommended by Committee II, is appropriate: ble, in, to, into, com,

dd, and by. The additional contractions that should be eliminated are bb, cc, dd, gg, ful, ong, ence, ment,

tion, ity, ally, and ation.

• Certain limitations on the use ofshort-form words are appropriate as recommended by Committee II.

• The code used to introduce Braille should be uniform as much as possible throughout the world so that

materials may be shared and easily understood by blind learners ofall ages and all nationalities.

• The beginning students reading Braille should have a one-to-one correspondence in Braille to print materials

given to sighted peers so that they can interact more fully in the regular classroom.

• The introduction oftwo-cell contractions should be postponed until the blind learner has mastered basic

reading and spelling.

• The members ofCommittee II should share information about the teaching practices in their countries.

• The final report for Committee II should include a description ofteaching methodologies that contemporary

societies consider sound educational practices.

• Tradition does not validate practice. "Now is the time to shake ourselves free ofold ideas and traditions.

We should not look back but rather go with youth, who always look toward tomorrow." Helen Keller, 1 93

1
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A Time to Embrace

Parents ofSpecial-Needs Children Find Respite in Night-Out Programs

By Laurie Fox / The Dallas Morning News Reporter

02/24/2001 - The Dallas Morning News - Reprinted with permission

Editor 's note: This article originally appeared in The Dallas Morning News. Bygoing to their website at this

link, Ministriesfor the Disabled, <http://www.dallasnews.com/extra/292656_q_disabled_24rel.html> you will

find links to other resources such as the National Organization on Disability - Religion and Disability Program

<http://www. nod. org/acctallies.html> andJoni and Friends <http://www.joniandfriends. org/>. Their address

is P.O. Box 3333, Agoura Hills, CA 91376; phone: (818) 707-5664.

As 8-year-old Sam Beller smiles, his blue eyes turn into crinkled slits and his eyebrows seem to dance on his

forehead. He can't move much ofthe rest ofhis body, but ajaunty turn ofthe head or a gleeful gurgle can say a lot.

"You can tell by the sounds that he makes and his expressions what he's thinking," said Elizabeth Laird, a vocational

nurse who spends her Friday nights caring for medically fragile and special needs children like Sam.

Sam, who has cerebral palsy and severe scoliosis, is a delight to almost everyone who meets him. He's also a lot

ofwork. Every few weeks, his parents get some free help from Friday NITE Friends, an outreach ministry ofCuster

Road United Methodist Church in Piano. The parents' night out program for special needs kids is rare because it also

takes in the children's well siblings. More than 80 families from throughout the area take part in the weekly, four-hour

program, which is staffed by vocational and registered nurses as well as volunteers.

Three other local churches - Arapaho Road Baptist Church in Garland, First United Methodist Church in Denton

and Highland Park United Methodist Church in Dallas - have started efforts, giving the area an unusually high number

ofprograms that care for all the children in a family, regardless ofwhether they are disabled. The programs are all free

and families do not have to be members ofthe congregation. And they are flourishing at a time when advocates are

pressing places ofworship to move beyond accommodating people with disabilities to welcoming and valuing them.

"A full life offaith is more than worship," said Ginny Thomburgh, director ofthe Religion and Disability Program of

theNational Organization on Disability in Washington, D.C. "Childrenand adults with disabilities have gifts and talents

to bring to their congregations. The most important accommodation we can offer them is the gift offriendship."

The parents and workers at Friday NITE Friends agree. (NITE stands for Nursing Interventions in a Caring

Environment). "There's a premium that you pay when you have a special needs child," said Kyla Prestwood, Friday

NITE Friends director, who has a 1 7-year-old multiply handicapped daughter. "Time is the one thing that these parents

need the most but they don't have. And for them to have an adult caregiver just take over for a little while is very

expensive."

Ms. Prestwood tells tale after tale ofinitially hesitant parents who, when they finally admit that they need time away

from their children, cry with relief. Some couples eat dinner and catch a movie. Others go shopping. They return

home for a nap or, in the case ofone mother, a bubble bath. The parents take a pager with them when they leave

Custer Road at 6 p.m. and can call to check in. Most return before the 1 p.m. pick-up time, but even a few hours can

make a big difference.

"Uninterrupted time is a treasure," said Darla Andrews ofPiano after dining at a restaurant with her husband, Van.

The couple's twins, 7-year-old Tom and Will, are autistic. Will is mentally retarded and visually impaired. Their

brother, Jim, 5, is speech-delayed. Sister Katie, 9, is in an accelerated classroom at school and has no disabilities.
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"We don't know normal in our house," Ms. Andrews said. "Friday NITE Friends is a real break for us. It's really hard

to put your faith in people to be able to leave your kids for a long period oftime, but we have to. I hear horror stories

ofparents breaking up when they have all ofthese challenges."

"Parents ofspecial needs children can become very isolated and the stress can become overwhelming," said Ms.

Thornburgh, who helped launch a national effort to make churches more accessible to people with disabilities. "These

types ofprograms allow parents and their children to get to know one another and their families," she said. "That

network is very important."

The Rev. Mark Craig, pastor ofHighland Park United Methodist Church, said the disabled community is under-

served by churches. "These are the parents who aren't in church anymore because they just can't get away," said Mr.

Craig, who also was the pastor ofCuster Road United Methodist Church for 1 5 years. "What these churches are

doing for these parents doesn't even come close to filling the need. Ifthe churches don't do it, who will?"

Melanie Lucido's son, Joseph, is 1 8 months old but functions as a newborn because ofhearing and visual impair-

ments and severe motor delay. He suffers seizures and needs help sitting up and rolling over. She began attending the

Night Owls program at Highland Park United Methodist Church, held the third Friday ofevery month, after she

realized that she and her husband, Michael, needed time away but couldn't afford it on their own.

"The last year and a halfhas been unbelievably stressful," she said. "This gives our whole family a break. Our older

son was able to be around others with special needs. Itjust seemed normal to him."

Hilary Nelson coordinates the King's Kids special needs ministry at Arapaho Road Baptist Church. She said the

2-year-old program, which includes a Sunday evening program, Sunday school and an adult special needs class,

expanded into a Saturday evening parents' night out program last year.

"For our church, it's really opened people's eyes and makes them more aware and comfortable with the disabled,"

she said. "The parents involved, a lot ofthem haven't had the timejust to spend alone in so long they've forgotten how."

Mr. Craig said many churches don't start such efforts because they don't see the need or they fear the expense of

nurses and medical equipment. But, he said, with a congregation's support, they pay for themselves.

At Custer Road, the Thanksgiving service gives the Friday NITE Friends group an opportunity to speak to the

congregation and remind church members about those they're helping. The collection from those services helps fund

the group. The program costs about $50,000 a year, and all the money comes from donations.

"People think about this ministry and really count their blessings," said Carol Brady, a Friday NITE Friends coor-

dinator at Custer Road. "Just helping these families makes you feel good."

Organizers at Custer Road say they plan to start training other churches to launch similar programs. The church

provided guidance and seed money to help First United Methodist Church in Denton get its weekly program, Friday's

Kids, offthe ground.

"They [Custer Road] are inspiring other churches," said Rhonda Clark, the program's director. "Six years ago,

there was only one program ofthis nature [in Texas], and now they're cropping up locally and throughout the country."

When Sam's father, David Beller, arrives to pick him up at Custer Road, Sam grins and hums. Mr. Beller talks

quietly with the nurses who have worked with him through the evening. The Bellers spent their evening away having

dinner and shopping for tile flooring. They have to replace their carpet because ofSam's allergies.
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"Ifwe had to hire a nurse and a babysitter for four hours, it would cost us more than $ 1 00," Mr. Beller said, lifting

Sam into his wheelchair. "Sam enjoys it here. We spend so much time taking care ofhis physical needs. He has social

needs as well."

As the Bellers prepare to leave, Ms. Laird, the nurse, tidies up the playroom. "People will say to me, 'This must be

a depressing place,'" she said. "Are you kidding me? These kids fight [to get through] every day. They don't

complain, and their parents don't either. It's inspiring."

Friday NITE Friends meets 6-10 p.m. each Friday at the Custer Road United Methodist Church, Piano,

phone: (972) 61 8-3450 or link to <www.crumc.org>.

Friday's Kids meets 6-10 p.m. each Friday at the First United Methodist Church in Denton, phone: (940)

382-5478.

NightOWLS meets 6- 10 p.m. on the third Friday ofeach month at the Highland Park United Methodist

Church in Dallas, phone: (2 1 4) 52 1 -3 1 1 1 or link to <http://www.hpumc.org/missions>.

5
King's Kids Parents Night Out meets 6-9:30 p.m., the first Saturday ofeach month at the Arapaho Road

Baptist Church in Garland, phone: (972) 495-2223, ext. 73. Q

I'm an Outreach Consultant

Do I Really Want to Do Raised-Line Drawings?
By Barbara L. DiFrancesco, Certified Braille Transcriber and Tactile Graphics Technician

Editor s note: The TSBVI VI Outreach team is actively exploring instructional strategies andproducts that

might help students effectively learn through a wide variety of tactile graphics. We were excited to find

Barbara DiFrancesco in New Mexico and arepleased to be able to share some ofher wisdom in the article below.

The theme for this year's California Transcribers and Educators ofthe Visually Handicapped Conference was

"Putting It All Together." In the field ofservices to the visually impaired, teachers live this mandate on a daily basis.

Stretched thin, expected to have answers and solve problems for everyone they meet, teachers ofthe visually impaired

dojust that. They make things happen and put things together for many people. With all their responsibilities, do they

have to be involved in producing tactile graphics, a.k.a. raised-line drawings?

Last summer I had the opportunity to work with one ofNew Mexico School for the Visually Handicapped's

Outreach teachers. In addition to continuing his regular scheduled work ofteaching braille, givingO&M lessons, doing

assessments, providing information about eye conditions, contacting parents and school administrators, etc., this Out-

reach teacher organized in-service sessions for special education teachers, school braillists, and parents and students in

his district.

Recognized needs: special education teachers ~ more familiarity with braille materials. School braillists ~ basic

training in the Duxbury translation program. Parents and teachers ~ a basic understanding ofbraille textbooks and

raised-line drawings to help students with classwork and homework. He asked ifI'd be willing to work with him. As

a certified braillist with experience in transcribing textbooks and school materials, a Duxbury Braille Translator for

Windows user, and tactile graphics technician, I had a contribution to make! Lucky for me: I was able to

experience thejoy ofteaching a group ofpeople so eager to learn, thanks to an Outreach teacher who "put it all

together" for all ofus.
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WHERE DOTACTILES FIT IN?

Raised-line drawings are hot! In spite ofthat, some people still feel they are extraneous, a bother, too much to deal with

when there are so many more important things to do. Considering some ofthe "cute drawings"we've seen in demonstrations

forproducing raised-line drawings, they may be right. However, tactiles have their place and serve a purpose.

In a least restrictive environment, equal access to information is important. Students who are visually impaired are

expected to perform at the same level as their peers. During test and assessment times, it canbecome evident that a student

didn't do well because ofpoormap reading skills or the inability to read a chart or a graph. The tactile graphics technician

made the raised-line drawings correctly, but the student was unfamiliarwith the material and didn'tknowhowto handle and

read a raised-line drawing. The studenthad the mental ability to absorb the tactile form ofgathering information, and the tactile

readiness. But, the studentwas never taughthow to use it, so it was useless under the fingertips.

The lack ofcertain tactile skills can bring a score down, and that is unfortunate. A bright college student taking herteacher

certification exam was quite dismayed at the amount ofgraphs she was expected to handle in the test She had agood grasp

ofthe content, but her inability to deal with the material in a non-linear format affected her test score. A situation such as this

shows the importance ofdeveloping in each student the basic tactile skills that demonstrate an ability to use information

presented in various formats. This affects all subjects, and involves maps, charts, tables, graphs, diagrams, lists, schedulesand

figures.

The use oftactiles (a.k.a. raised-line drawings) mustbe incorporated into the overall print-to-braille adaptationofmaterial

in a reasonable manner. The purpose for using tactiles, like all braille material, is to produce literate braille readers. A
transcribermust translate every word in the print text, but notevery illustration needs to be rendered as adrawing. A note can

suffice. The formatting ofthese notes is to block in cell 5 and begin the note in cell 7, to provide an easy location cue for the

tactile reader.

To determine how to approach illustrations in transcribing a transcriber asks: Does the tactile readerjust need to know

there is aphotograph and what it is? Then note that in braille. Does the picture caption orthe text provide enough information

about the illustration so that additional explanation is unnecessary? Thenjust use the caption and text. Is the illustration so

complex that a written description is easier for the reader to grasp? Thenyou would write a description.

However, ifthere is a skill inherent in an illustration that a student is expected to master, then a raised-line drawing is

needed. Also, ifa drawing and its key organizes a lot ofinformation so it can be easily absorbed and studied, a raised-line

drawing is in order. But then, when the tactile is underthe fingers ofthe tactile reader, thatpersonneeds direction for itsproper

use: the meaning ofsignifying objects with codes and symbols; help with tactile readiness issues andhowto hand scan (read

and organize) tactiles; the purpose ofa key; how to use the key as a study guide; etc. It falls to the teachers to "put it all

together" and make sure the necessary instruction takes place when using tactiles.

HowcanVI teachers keep track ofthis whole process? By becoming familiar with the basic skills required ateach grade

level. Whena studentwho is visually impaired is expected to perform a task, incorporate the teaching ofthose skills into the

goals ofthe educational plan. Work with a braille transcriber and/or tactile graphics technician to fulfill the directives ofthat

educational plan

Forexample: Johnny'sEP evaluation at the end ofsecond grade established thathe did well in that grade and is expected

to function as well in third grade. When preparing Johnny's program for 3rd grade, look at the textbooks he will be using.

Identify the basic skillshe will be expected to master. Examine the braille textbook to assure that tactiles are present that will

address those skills.

Ifthird grade social studies is the time for learningmap skills and beginning to read charts and graphs, then the braille
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transcriptionofJohnny's social studiesmust containenoughexamples ofthese typesoftactiles forthe teacher's use in teaching

Johnny. Ifthat is not the case, there is a need to find appropriate material and get the help ofa local braillist/tactile graphics

technician to produce the materials underyour direction. Focus on the content and purpose ofthe tactile. Thus, the raised-

line drawing becomes apowerful teaching aid. Johnny's whole class can benefit from his presentation at ashow and tell.

FORM FOLLOWS FUNCTION

There are various production techniques for raised-line drawings. Each serves a different purpose. A transcriber needs

to prepare masters that are error-free as to content and production technique. The mastermust be able to hold up formaking

many copies. The necessary skills fortextbook production are acquired with time and experience.

This is daunting for the teacher, but the good news is that a teacher's tactiles don't need to hold to the same standards.

Here are a few teacher friendly techniques that are easy to learn and use, and serve the one-on-one teaching situation quite

welL

1. Drawing boards. Use a soft mat with thin mylar, and a ball-point pen. Just draw on the mylar, pressing hard

enough to crinkle it. Teachers can use tactile examples for explaining a point; students can make personal drawings

with notes for later study; parents can discuss school work and work with their children at home. Mylar is available

from Howe Press.

2. Puffpaper. This hasmany names. Basically, you need either a printer, photocopy machine, or a Sharpie pen;

swell-touch paper to draw on; and an image enhancer (a machine that uses a laserbeam to "raise" the lines in your

drawing). This technique is easy and serves well in classroom, home and work situations. Repro-Tronics produces

the Tactile Image EnhancerandTIE Junior; HumanWare produces P.I.A.F. (Pictures InA Flash); and American

Thermoform produces the Swell-Form Graphics Machine. They all have puffpaper under different names:

Swell-touch paper, Flexi-Paper, etc.

Obviously, this technique involves equipment, therefore, you need budgeting support from your district. This

technique is well worth the expense because it is so easy for teachers and students to use, is so adaptable, and is

appropriate for all ages. In addition, there are groups who produce excellent math and science diagrams. The

material is downloadable online, so it is accessible to any teacher or visually impaired studentwho knowshow to

use the technology. This is an excellent option, especially forhigh school and college level students.

3

.

Tooling/embossing and collage: spurwheels and mirror image. A bit more technical but still workable, ifyou keep

your drawings simple and uncluttered. Draw on the front; then the mirror image appears on the back. The design

is raised by the use ofserrated-edged spur wheels. For this technique (tooling and embossing) a tactile graphics kit

is available fromAmerican Printing House forthe Blind. Collage or anothertechnique is often combined with

tooling to complete the image.

4. Computer-Assisted Diagrams (CADs): The use ofthe Perkins or the computer can produce direct entry designs

on braille paper,O&M maps, charts, graphs, etc. Collage or application oflabels can complete the design. You

can also use Wikki Stix, string, and so forth with glue.

5

.

Use ofOverlays: Ifthere is a tactile in a textbook, but it doesn't contain the information you need for a particular

lesson, you can provide a drawing on a clear sheet ofmylar to enhance the information in the tactile. No need to

start from scratch. For overlays, the mylar needs to be a bit stiff, like the consistency ofa transparency. Use

flo-pens to draw designs, complete the design with spurwheels and/or point symbols to raise the image. Youmay

use Wikki Stix and apply desired textures to your design.

Some ofthese techniques don'thavemuch ofa shelflife, and they are not intended for long-term use. They are intended

to assist the teaching session, and serve as study tools for the student
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Leber's Congenital Amaurosis

By Kate Moss, Family Specialist, TSBVI, Texas Deafblind Outreach

I have recently received a number ofrequests for information about Leber's Congenital Amaurosis, a degenerative

disease that results in a severe loss of vision. This disease is thought to be caused by abnormal development of

photoreceptor cells in the retina or perhaps the extremely premature degeneration ofthe retinal cells. Typically a baby

withLCA will have very reduced vision at birth although the retina may appear normal when first examined. Within

months, however, parents will usually notice nystagmus - an involuntary, rhythmical, repeated movement ofthe eyes.

Children with LCA account for 10-18% ofall cases ofcongenital blindness. Vision in individuals withLCA varies

greatly from relatively mild acuity problems (20/70) to no light perception. (Leber's Links, 200 1

)

Occasionally LCA may be confused with other retinal problems such as retinitis pigmentosa, congenital and heredi-

tary optic atrophy, cortical blindness, congenital stationary night blindness, flecked retinal syndrome, and achromatop-

sia. (Foundation Fighting Blindness, 200 1 ) Some children originally diagnosed withLCA were later discovered to

have Joubert Syndrome, Alstrom Syndrome, and Senior-Loken Syndrome. Although hearing loss is not an identified

feature ofLCA, some childrenwithLCA in Texas also have hearing impairments. The 2000 Texas Deafblind Census

identified ten such individuals and the 2001 Census identifies seven with bothLCA and hearing loss. Some ofthese

children were initially misdiagnosed as having Usher Syndrome.

LCA is genetically passed through families, and both parents must be carriers. Each parent has one gene with the

disease, paired with one gene that is normal. When each child is conceived he will inherit genes in one offour ways. ( 1

)

Ifhe gets the two healthy genes from his parents, he does not have LCA and is not a carrier. (2 & 3) Ifhe gets a

disease gene from one parent and not the other, he will be a carrier but not have the symptoms ofLCA. (4) Ifhe gets

the two disease genes from his parents, he will have LCA. This is referred to as an autosomal recessive pattern of

inheritance.

Children withLCA often have eyes that appear sunken or deep set. They may press on the eyes frequently; this is

called oculo-digital reflex. Some children with LCA have cone-shaped corneas (Keratoconus) and cataracts that

cause the corneas to become cloudy. By the time a child reaches adolescence, pigmentary changes occur in the retinal

pigment epithelium (the supportive tissue underneath the retina). This is similar to changes that occur to the retina with

retinitis pigmentosa, the vision condition associated with Usher Syndrome. This occurs because the blood vessels in

the retinas become narrow and constricted. Unlike Usher Syndrome, where a progressive loss ofvision is typical,

vision loss in individuals withLCA usually remains stable throughyoung adult life. Progression ofvision loss later in life

has not yet been clearly defined. Additionally, some individuals withLCA are very sensitive to light (photophobic).

Children with some remaining vision are likely to be extremely farsighted as well. (Foundation Fighting Blindness, 2001

)

In some cases, individuals withLCA also show central nervous system complications. They may be developmen-

tally delayed, have seizure disorders, or motor impairments.

There is currently no treatment for LCA. However, there is a good deal ofgenetic research being done related to

LCA. The Foundation Fighting Blindness notes that a gene for LCA has been isolated on chromosome 1 7. The

Leber's Link website offers information from The Johns Hopkins Center for Hereditary Eye Diseases that indicates

three genes associated with LCA: chromosome 1 7, a 65kD RPE protein, and CRX on chromosome 1 9. A fourth

gene has recently been localized for this disease. In Texas, Dr. Richard Lewis with Baylor College ofMedicine is doing

ongoing research on LCA. Dr. Lewis is open to contact from families ofchildren withLCA orwho suspect their child

ofhaving LCA. Another contact at Johns Hopkins is Irene Maumenee. Contact information for both Dr. Lewis and

Dr. Maumenee is listed below:
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Dr. Richard Lewis, MD/MS Irene E. Maumenee, MD
Professor, Department ofOphthalmology, Pediatrics, Professor ofOphthalmology, Medicine and Pediatrics

Medicine and Molecular and Human Genetics Wilmer Eye Institute

Cullen Eye Institute, NC-206 Maumenee Building, Suite 5 1

7

Baylor College ofMedicine The Johns Hopkins Hospital

One Baylor Plaza 600 North Wolfe Street

Houston, TX 77030 Baltimore, MD 21287-9237

Phone: (713)798-3030 Phone: (410)955-5214

E-mail: rlewis@bcm.tmc.edu E-mail: jhched@welchlink.welch.jhu.edu

REFERENCES/RESOURCES

Ifyou are interested in connecting with other families concerned with LCA, there are a number ofgood websites

available to helpyouwith this. They also are agood resource for updates on research and general information about LCA.

Leber's Links Website

This website has good information on Leber's, links to other websites, chatrooms, listservs, newsletter resource,

research news, and more.

<http://leberslinks.m^yeUowconVfoundanon.html>

The Foundation Fighting Blindness

<www.blindness.org/leber.html>

(888) 394-3937

Meningitis

By Kate Moss, Family Specialist, TSBVI, Texas Deafblind Outreach
C/3

The 200 1 Texas Deafblind Census data indicates that meningitis is one ofthe leading causes ofdeafblindness in our O
state. Recently in Texas there has been several scares related to outbreaks ofmeningitis. What is this disease and what

are some ofthe concerns associated with it? ££
O
o

First ofall, meningitis is not the same condition as encephalitis, although they both occur in the brain. Meningitis is

the inflammation ofthe tissue lining ofthe brain and spinal cord, the meninges. Encephalitis is the inflammation ofthe

brain itself. There are two broad categories ofmeningitis, viral and bacterial

.
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Bacterial meningitis is more uncommon, but it can be extremely serious. Often times it is fatal, especially ifnot

treated immediately. Those who survive this type ofmeningitis often have a severe disability as a result. Brain injury

and deafness are two common results ofthis type ofmeningitis. Babies in the USA are typically vaccinated for one

type ofbacteria that causes meningitis, the haempohilus influenzae type b (Hib) strain. Because ofthis vaccination

program, this type ofmeningitis has practically disappeared in this country. The other two types ofmeningitis are

meningococcal and pneumococcal. Both ofthese bacteria are very common. In fact, at any one time, around 1 to

25% ofthe population are carrying this bacteria, which lives on the back ofthe throat and nose. Usually these bacteria

do not cause any real problems.

A person who becomes sick with bacterial meningitis needs immediate medical treatment. Antibiotics are used to

treat bacterial meningitis. According to the Centers for Disease Control, high fever, headache, and stiffneck are

common symptoms ofmeningitis in anyone over the age of2 years. "Symptoms can develop over several hours, or
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they may take 1 to 2 days. Other symptoms may include nausea, vomiting, discomfort looking into bright lights,

confusion, and sleepiness. In newborns and small infants, the classic symptoms offever, headache*and neck stiflhess

may be absent or difficult to detect, and the infant may only appear slow or inactive, or be irritable, have vomiting, or

be feeding poorly. As the disease progresses, patients ofany age may have seizures." (CDC Website, 2001) A
diagnosis is usually made with a spinal tap.

Viral meningitis is usually not as dangerous as bacterial meningitis although the symptoms often appear to be the

same. About 90% ofcases ofviral meningitis are caused by a group ofviruses known as enteroviruses. Herpes

viruses and the mumps virus can also cause viral meningitis. There is no treatment for viral meningitis. People ususally

get well on theirown with plenty ofbedrest. They are simply given plenty offluids and also medicine to treat the fever

and headaches. Viral meningitis does usually not result in other disabiling conditions and is rarely fatal.

A person may have meningitis more than one time, although this is rare. There are vaccines for some types of

meningitis. Someone showing any symptoms ofmeningitis, should immediately see a doctor who can determine the

type ofmeningitis present and begin treatment. Even with viral meningitis, severe problems can result from dehydra-

tion, especially in children and babies.

Both types ofmeningitis are spread through contact with respiratory and bodily secretions. That is why one ofthe

best preventions for meningitis is regular and thorough hand washing. It is usually not spread through casual contact

like sneezing or coughing.
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When a person has meningitis, there is usually a long-term recovery period. There are also some problems which

can be expected immediately following hospitalization for this illness and may disappear in time. In childrenwe see

many behavioral changes that may be due, in part, to the trauma ofbeing in the hospital. These include babyish or

clingy behavior, bed-wetting, temper tantrums, problems sleeping at night, and forgetting recently learned skills. There

are other symptoms, however, that may last longer, or even be permanent. These include general fatigue, recurring

headaches, problems concentrating, short-term memory loss, clumsiness, giddiness, balance problems, depression,

violent temper outbursts, mood swings, bouts ofaggression, learning difficulties, tinnitus (ringing in the ears),joint

soreness or stiffness, visual problems such as double vision and cortical visual impairment, and the possibility of

deafness, brain damage, or seizures as mentioned earlier. ( Meningitis Foundation ofAmerican, 2001 ).

REFERENCES/RESOURCES

Meningitis Foundation ofAmerica Inc.

7155 Shadeland Station, Suite 190

Indianapolis, Indiana 46256-3922

Telephone: (800)668-1129

Outside North America: (3 1 7) 595-6383

Web: <http://www.musa.org/>

The Centers for Disease Control and Prevention

1600 Clifton Rd.

Atlanta, GA 30333

Telephone: (800)311-3435

Web: <http://www.cdc.gov/>

The National Institute

ofNeurological Disorders and Stroke

NIH Neurological Institute

P.O. Box 5801

Bethesda, MD 20824

Phone: (800)352-9424

Web: <http://www.nmas.nm.govmedm_and_medical/aUsorders/encmenm_doc.htm>
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Attention: Individuals and Families with Usher Syndrome

Drs. Judith Willner and Seth Ness, with Mt. Sinai Hospital inNew York, are conducting a study to find the genes

responsible forUsherSyndrome (hearing loss and retinitispigmentosa) inAshkenazi Jews. Ifyou oramemberofyour family

are an Ashkenazi Jew or ofAshkenazic heritage and have Usher Syndrome, orboth hearing loss and vision loss that has no

otherknown cause, your familymay be eligible to participate. The possible medical advances and greater understanding of

UsherSyndrome thatmay result ifcausative genes are found are the primary benefits ofparticipation Involvementmay be as

simple as aphone call and giving blood locally ormay involve spending afewhours at Mount Sinai Hospital inNew York for

vision and hearing tests at no cost to you. Call Drs. Ness or Willner at (2 1 2) 24 1 -6947, Dept. ofHuman Genetics, Box

1497, Mount Sinai School ofMedicine, 1 Gustave L. Levy Place, NY,NY 1 0029, e-mail to < nesssO 1 @doc.mssm.edu>.

Kate's Corner - continued from page 1

The Natalie Barraga Award for this yearwas presented to Sports Extravaganza (see the Winter 200 1 SEE/HEAR) in

recognitionofexcellence in public school programs for students with visual impairments. Yeah Kitra Gray and pals!

The Outstanding Parent ofthe Year Award was presented to Leslie Fansler ofAmarillo in recognition ofoutstanding

advocacy and dedication to the interestofpeoplewho are blind and visually impaired. Leslie, parent oftwo sons - one with

deafblindness, is also aPPCD classroom teacher. Leslie serves asDBMAT Regional Coordinator forESC Region 1 6 and

is active in that organization along withherhusband, Keith. Lesliewas also recently awarded the Milken Family Foundation

National EducatorAward as an outstanding educator. We are very proud ofyou Leslie.

The Outstanding Student ofthe YearAwardwas presentedto Will Conrad in recognitionofoutstanding achievement and

performance inanacademic career. Will graduates this Spring from Eanes ISD, near Austin. His former vision teacher, Ann

Adkins, accepted the awardon his behalf. Hewas at Rice University in Houston, attending freshman orientation, and unable

to attend. Best wishes to you, Will, as you begin your college career!
C/3

The Virginia Bishop Award, presented in recognition ofoutstanding contributions to the field ofearly childhood for to

childrenwho are blind and visually impaired, was awarded tomy teammates, GigiNewton and Stacy Shafer. You gals have ^
long been considered the Dynamic Duo by your Outreach pals. Congratulations!

o
The Texas Chapter Award was presented to Blind and Visually Impaired Children's Program Coordinators ofTexas O

Commission for the Blind, in recognition ofoutstanding contributions to the lives ofpersons who are blind and visually

impaired. We allknow about the hard work and dedication ofthese Coordinators. Bravo

!

O
The Aubrey Boyd Tipps Memorial Award was presented this year to Angie Baird, TCB Vocational Counselor, in ui

recognition ofproviding outstanding services in the field ofplacement ofpersons who are blind and visually impaired in

competitiveemploymentor sheltered workshops. Angie has placed fifty-one individuals inemployment situations this year.

That averages outto roughly one placementaweek, excluding Christmas! Greatjob!

The Sammie K. Rankin Memorial (Outstanding Member) Awardwas presented to Debra Sewell, formerOutreach staff

member and currentTSBVI Curriculum Director. This award was given in recognition ofoutstanding contributions to the

field ofservices for personswho are blind and visually impaired, and in particular forherwork in developing theAssessment

KITand the Braille FUNdamentals Curriculum. Congratulations Debra!

The Julia L. Young Award was presented to Melissa Whiddon in recognition ofoutstanding work with childrenwho

are blind and visually impaired. Melissa is the supervisor ofthe visionprogram in San Antonio ISD and a diagnostician

who has worked hard to learn about the unique issues ofchildren with visual impairments. We appreciate your

dedication to this population. 25
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Interesting Facts from the Year 2001

Annual Registration ofStudents with Visual Impairments

By Nick Necaise, APH Materials and VI Registration Coordinator, TSBVI Outreach

The Annual Registration ofStudents who are Visually Impaired (VI) is the count ofeligible studentswho are visually

impaired in each school district ofTexas as ofthe first Monday in January. The "as of date for this year's Annual

Registration was January 2, 2001. This count is done for a number ofreasons. 1) It determines the amount offunding

the state receives to get materials from the American Printing House for the Blind. 2) Each region's State Supplemen-

tal Visually Impaired (SSVI) funds are portioned out according to the number ofVI students they have. These SSVI

funds can help pay for things like Vision Specialists at the Education Service Centers, salaries ofVI teachers andO&M
Specialists, training workshops, family support and other Vl-unique needs as determined by plans within each region.

3) It is a tool for statewide and regional planning. 4) It is a federal requirement. Here are some interesting facts from

the registry that give us a picture ofstudents in Texas with visual impairments.

Total number ofstudents registered - 67 1 9 (One student in a non-public school)

Number ofstudents who were on the 2000 registration but not on the 200 1 - 1 024

Number ofnew students added to the 2001 registration - 1 142

Braille readers - 335 Number ofinfants - 555

Large print readers - 1 2 1

5

Number ofpreschoolers - 784

Regular print readers - 1 4 1

7

Number ofkindergartners - 374

Auditory readers - 407 Number ofdistricts with 1 or more VI students - 7 1

Non readers - 2475 Number ofdistricts with only 1 VI student - 1 90

Number oflegally blind students - 4502 Number ofdistricts with 3 or less VI students - 393

Numberofstudents whose primary handicapping condition is visually impaired (VI) - 3902. The first

handicapping condition listed is VI. The studentsmay ormay not have additional handicapping conditions listed.

Number ofstudents whose secondary handicapping condition is VI - 1 586. The primary handicapping

condition listed is other than VI.

Number ofstudents whose third handicapping condition is VI - 1 026. The first two handicapping

conditions listed are other than VI.

Number ofstudents who are VI only - 28 1 5. No other handicapping conditions are listed.

Number ofstudents with 2 or more handicapping conditions - 3903

Number ofstudents who are AI/VI orDB (Auditorially Impaired/Visually Impaired or Deafblind) - 375

(Editor s note: There is a sizeable discrepancy between the number ofchildren who appear on the VI

registry as AI/VI or DB and the number that are listed as deafblind on the Texas Deafblind Census - see

page 27. We 're trying to determine why these numbers are different because we wantALL children with

visual impairment have to access to services and resources.)

The region with the most VI students registered is Region 4 (Houston area) with 1428 students on the

Annual Registration.

The region with the least VI students registered is Region 9 (Wichita Falls area) with 79 students on the

Annual Registration.
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There are 42 Braille reading students at the Texas School for the Blind and Visually Impaired.

1573 or23.82% ofthe students on the 2001 Annual Registration receive instruction in Orientation and Mobility.

The 2001 Texas Deafblind Census

By Craig Axelrod, Teacher Trainer, TSBVI, Texas Deafblind Outreach

The 200 1 Texas Deafblind Census, a federally required annual count ofdeafblind students in Texas, ages 0-2 1 , was

recently completed. In January, Dr. Roseanna Davidson's Census project staffat Texas Tech University sent materials to all

local school districts in Texas. Someone in each district, often a Teacher ofthe Visually Impaired, reviewed and updated

information about studentswho had been reported on the 2000 Census, and helped coordinate the completion offorms for

newly identified eligible students. In February, districts returned the Census forms to the Regional Deafblind Specialist at their

Education Service Center (ESC). Deafblind Specialists reviewed the forms, checking for completeness and accuracy, then

submittedthemto the Censusprojectstaffwho compiled the information for inclusion inthe Federal Deafblind Census. Each

ESC recently received a final report ofits regional data as well as a general statewide report.

Most ofthe data gathered through the Census process is required and requested by the federal government.

Additional questions reflect the need for information about Texas-specific issues. Regional Census reports are now
being analyzed by ESCs to help clarify regional needs and develop deafblind regional plans. Deafblind Outreach uses

the reports to identify trends and training needs. Demographic information is also shared with other state agencies for their

use inplanning future services. Some facts and figures from the 200 1 Texas Deafblind Census appearbelow.

NUMBER OF DEAFBLIND STUDENTS
IDENTIFED ON 2001 CENSUS

NUMBER OF DEAFBLIND STUDENTS IN 2001

COMPARED TO PREVIOUS YEARS

ESC Region 2001 Count

1 22

2 13

3 11

4 103

5 6

6 23

7 21

8 10

9 6

10 49

11 70

12 17

13 31

14 10

15 30

16 16

17 36

18 31

19 25

20 48

TSBVI 17

TSD 11

State 606

Year Total Male Female C/5

01 606 345 261 §
00 627 354 273 P0

99 691 382 309 o

w98 775 438 337

97 720 404 316 ^
o

96 664 380 284 o
>—*

95 594 340 254 9
94 531 310 221 H
93 468 282 186 5

, DEAFBLIND STUDENTSAGES OF

Age Total Percentage of Population

0-2 25 4.1%

3-5 84 13.9%

6-11 200 33%
12-17 192 31.7%

18-21 94 15.5%

22 10 1.7%

over 22 0.2%
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Etiology Number

CHARGE 34

Cornelia de Lange 7

Dandy Walker 6

Down Syndrome 14

Goldenhar Syndrome 5

Leber 's Congenital Amaurosis 7

Usher I 14

Usher II 13

Congenital Rubella 1

Congenital Toxoplasmosis 5

Cytomegalovirus (CMV) 27

Hydrocephaly 21

Microcephaly 19

Asphyxia 11

Meningitis 26

Severe Head Injury 1

4

Stroke 6

Tumors 9

Complications ofPrematurity 97

VISUAL IMPAIRMENT

Visual Status

Hearing Status Number

Number

Vision better than 20/70

in better eye with correction 48

Low Vision (visual acuity of20/70-20/200

in better eye with correction) 74

Legally Blind (visual acuity of20/200 or less

orfield restriction of20 degrees or less 298

Light Perception Only 3 7

Totally Blind 65

Further Testing Needed 18

Tested - Results Nonconclusive 32

Not Tested and At Risk (Documented

hearing loss and at riskfor VI)

Cortically Visually Impaired 165

Diagnosed Progressive Loss 75

Wears Glasses 233

Very Mild (15-25 dB loss) 13

Mild (26-40 dB loss) 45

Moderate (41-55 dB loss) 73

Moderately Severe (56- 70 dB loss) 81

Severe (71-90 dB loss) 97

Profound (91+dB loss) 106

Further Testing Needed 36

Tested - Results Nonconclusive 55

Not Tested and At Risk (Documented

VI and at riskfor hearing loss) 94

CentralAuditory Processing Disorder 65

DiagnosedProgressive Loss 41

Uses Amplification 274

ADDITIONAL DISABILITIES

Category

Physical Impairments

Cognitive Impairments

Behavior Disorders

Complex Health Needs

Other Impairments

LIVING SETTING

Residence

Number

381

399

16

253

188

Number

Birth/Adoptive Family

Extended Family

Foster Family

Group/Nursing Home, State/Private Facility

Other or Not Reported

HASA DESIGNATED INTERVENER

Status Number Percentage

Yes 43 7.1%

540

19

17

23

7

No
Unknown

389

174

64.2%

28.7%

Here are some things the Census data tells us about identification ofchildren and youth with deafblindness in Texas.

After a peak of775 students were identified in 1 998, the number has dropped every year, to 606 in 200 1 . While

the decline may result in part from students being taken offthe Census after assessments conclusively ruled out vision

and hearing losses, this may not always be the case. Ofthe 62 students deleted from this year's Census who continue

in special education, 3 1 have documented visual impairments with hearing classifications of"further testing needed to

determine hearing impairment," "tested - results nonconclusive," or "not tested and at risk." How many ofthese

students were tested for a hearing loss before being removed?
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The federal government projects the number ofdeafblind students in a geographic area using a formulaof2 to 3 students

with deafblindness per 1 ,000 students receiving special education services. According to TEA, 482,427 students received

special education services in the 1999-2000 school year. Ifthe federal projections are correct, there should be between 965

and 1447 deafblind students in Texas. Where are they?

There appears to be a significant, chronic undercount of0-2 year olds. In response, representatives from several agencies

will soonmeet to discuss this issue. These will include the Texas Department ofHealth, Texas Commission for the Blind,

Texas Education Agency, the Interagency Council on Early Childhood Intervention, the ThreeLow Incidence Disabilities

Decentralized Function at Education Service Center Region 3, the Deafblind Census Project at Texas Tech University, and

the Deafblind and VI Outreach Projects at Texas School for the Blind and Visually Impaired.

Usher Syndrome (Type I and II), a leading cause of deafblindness, is estimated by some to occur in 3-6% of the

congenitally deaforhard ofhearing population. 2785 ofthe 4508 students reported on the 1 999-2000 Texas State Survey

ofDeafand Hard ofHearing Students werebom deaforhard ofhearing. (This numberdoes not include congenitally deafor

hardofhearing studentswho are in their local school districts and not being served by RegionalDay School Programs for the

Deaf.) 3% of2785 is 83. There are currently only 27 students diagnosed with Usher Syndrome on the 2001 Texas

Deafblind Census.

More optimistically, thenumberofstudentswho are deafblind from Congenital Rubella Syndrome (CRS) decreased from

43 in 1994 to 1 in200 1 , a possible result ofboth better immunization and graduation from the educational system ofolder

students withCRS. The increase ofstudents diagnosed withCHARGE, from 12 in 1 993 to 34 in200 1 , might indicate better

identificationand understanding ofthis syndrome.

The Texas Education Agency's newly adopted expanded definition ofdeafblindness (effective March 6, 200 1 ) more

closely reflects the federal definition, which qualifies a student to be counted on the Texas Deafblind Census. According to

TEA, a studentnow qualifies as deafblindwho "...has documented hearing and visual losses that, ifconsidered individually,

may not meet the requirements for auditory impairment or visual impairment, but the combination ofsuch losses adversely

affects the student's educational performance;" or ".
. .has adocumentedmedical diagnosis ofaprogressive medical condition

that will result in concomitant hearing and visual losses that, without special education intervention, will adversely affect the

student's educational performance." TEA's complete eligibility definition ofdeafblindness can be found on its website at

<http^/www.tea.state.tx.us/rdes/tac/chaptei<)89/ch089aahtml>, provision §89. 1 040. Eligibility Criteria.

In lightofthese changes, will thenumberofstudents countedon the Texas Deafblind Census increase? We'll letyouknow

in 2002. Meanwhile, ifyouhave questions about whether or not a child should be included on the Texas Deafblind Census,

please contact the Deafblind Specialist at your Education Service Center (below), Dr. Roseanna Davidson at Texas Tech

University, (806) 742-2334, orany ofthe Texas Deafblind Outreach Staff. Students can be added to the Census at any time.

ESC Reg. Specialist(s) Phone

Region 1 Peter Graves (956) 984-

Region 2 Joyce West (361) 561

Region 3 Brian Jones (361)573-

Region 4 Susan Parker (713) 744-

Region 5 Dion Potter (409) 386-

Region 6 Nodya Thornton (409) 435-

Region 7 Ann Phillips (903) 984-

Region 8 Donna Clopton (903) 572-

Region 9 Tricia Lee (940) 322

Region 10 Heidi King (972) 348-

Region 11 Peggy McNairn (817)740

ESC Reg. Specialist(s)

6165

8524

0731

6398

5514

2195

3071

8551

6928

1598
7594

Region 12

Region 13

Region 14

Region 15

Region 15

Region 16

Region 1

7

Region 1

7

Region 18

Region 19

Region 20

Tina Herzberg

Chrissy Cowan

Billy Sealey

Brenda Morris

Debbie Louder

Stormetta Stateler

Mary Jo Lovingier

Sharon Trusty

Bouneva Mayo
Olivia Schonberger

Deborah Thompson

Phone

(254) 666-0707

(512)919-5317

(915) 675-8636

(915) 658-6571

(915)658-6571

(806)376-5521

(806) 792-4000

(806) 792-4000

(912) 563-2380

(915) 780-5344

(210)370-5453

<x>
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Look the World Straight in the Eye
Terry Murphy, Executive Director, Texas Commission for the Blind

The majority ofthe Commission's staffknows I'm big on inspirational quotes, so they appear from time to time in

my mail. One such piece ofpaper recently caughtmy eye primarily because the senderhad highlighted the name Helen

Keller. From The Book ofPositive Quotations by John Cook, Keller was quoted as saying:

"Never bend your head. Hold it high. Look the world straight in the eye."

Wow, those simple words exude so much confidence! I was hooked, so I spent some time over the next few days

reacquaintingmyselfwith this impressive woman.

I found that Keller was among "The 50 Most Famous People ofthe Century" in the December 1999 issue of

Biography Magazine, which didn't surprise me. Although her life spanned two centuries (1 880-1968), she left an

indelible mark on the century in which you readers and I were bom. Keller became the "poster person" for triumphant

achievement in the face ofphysical disability in the 1 900s. Blind, deaf, and unable to speak as a result ofan unidentified

ailment contracted when she was 1 9 months old, Keller nonetheless went on to graduate cum laude from Radcliffe.

She traveled the globe, wrote 14 books, and lectured.

The person who helped Keller gain the confidence to "look the world straight in the eye" was her teacher, Annie

Sullivan. Sullivan connected Helen to the world ofpossibilities at age 6. Once Keller realized from Sullivan that

everything had a name, she was insatiable. Within six months, it is said, she had learned the manual alphabet and could

read braille. One biography said that she went on to learn German, Latin, Greek, and French. All this says a lot about

both the teacher and the student.

I venture a guess that there are few adults today who haven't seen, heard, or read one or more versions of"The

Miracle Worker," originally a play in which Sullivan and Kellerwere immortalized by William Gibson. The title itself

says a lot about human nature. Back in the 1 880s, Sullivan's ability to help Helen understand a world of sight and

sound without seeing or hearing was indeed thought to be a "miracle."

An even bigger "miracle" in the early to mid- 1 900s was that Keller went on to use her understanding and education

to earn a living by writing and lecturing. Unfortunately, this type ofmiracle mindset about successful and productive

people with visual and hearing losses still prevails today. I tend to think that Keller and Sullivan would say that being

brought together as student and teachermay indeed have been a miracle, but that Helen's successful "employment and

independent living outcomes," as we would say in today's vocational rehabilitation field, were instead the result ofa

whole lot ofhard work and perseverance on both their parts!

I couldn't help wondering as I read more about Keller what she and Annie Sullivan would have to say about the

Commission's "Texas Confidence Builders" service model ifthey were here today. After wandering through a few

more ofher words, I'm pretty sure they would say it's nothing new to them. Consider these:

"We can do anything we want ifwe stick to it long enough."

"One can never consent to creep when one feels an impulse to soar."

Andmy favorite:

"The world is moved not only by the mighty shoves ofthe heroes, but also by the aggregate ofthe tiny pushes of

each honest worker."
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I believe Sullivan thought ofherselfas an honest worker, not a hero. I think she would say that the way TCB
provides services is similar to her approach in helping Helen - with tiny pushes ofhope, optimism, determination, and

honesty. From her background, Sullivan knew that ifKeller could first learn alternative speech and communication

techniques she would gain the confidence to tackle even more. I don't believe that Sullivan knew what Helen was fully

capable ofaccomplishing. Shejust knew that with each step forward, a higher goal was possible. In those inevitable

times when young Helen probably balked at something new or difficult, I canjust see Sullivan pushing Helen gently

forward even after adulthood because she knew Helen's self-confidence would grow as she learned and practiced

new skills.

TCB workers are sometimes criticized for not giving up when individuals set their feet in concrete and refuse to

learn alternate skills from which to choose in varying situations. We can't force a person to put forth the effort, but we

don't give up as easily as we once did. From experience we learned that an individual who concludes vocational

rehabilitation or independent living services after choosing to learn a minimum of skills will generally return time and

again to the agency for assistance. When so many ofthese returning individuals said they found they lacked the self-

confidence to resolve problems for themselves, Texas Confidence Builders was born.

We believe the "tiny pushes" Keller speaks about so eloquently are worth the potential criticism ifwe succeed in

reaching individuals with the truth that living in a society primarily configured for sight and sound has enough barriers of

its own without individuals limiting themselves. This last quote I came across pretty much sums up the lives ofSullivan

and Keller, TCB workers, and the many individuals the Commission is challenging to be the best they can be. Helen

Keller says:

"I am only one; but I am still one. I cannot do everything, but still I can do something. I will not refuse to do the

something I can do."

A Vision for Texas

Our Profession Determines Its Own Destiny

By Dr. Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

<PhilHatlen@tsbvi.edu>

Editor s note: Dr. Hatlen gave this speech at the 2001 Texas Association ofEducation and Rehabilitation

(TAER) Conference on April 20th
.

In recent months, and most certainly in the coming months and years, a common topic for conversation among

educators has been TCB's Texas Confidence Builders. My own reaction to this change in service delivery has taken

several turns over the past few months. Let me suggest one way oflooking at it.

Unemployment and underemployment has been the primary issue among blind adults for as long as I have been in 2,

this profession. Despite advances in rehabilitation and education services, despite technology advances, despite W
changes in employer attitudes, the rate ofunemployment has virtually remained the same for the past 50 years. TCB ^
has looked at that fact, considered what to do about it, and taken a dramatic move in the manner in which it serves its jj)

customers. Whether you and I approve or not, the fact thatTCB is willing to take risks, be bold, stretch the envelope, jv

because nothing else has worked, is something that I, for one, can admire.

<
How are we, in education, doing these days? Very well, in many ways. H

I think that local school districts, education service centers, and TSBVI have, over the years, developed a very
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supportive, collaborative system that results in blind and visually impaired students receiving the best education in the

most appropriate placement. "Appropriate"may change from time to time, andwe have a flexible system in which that

can happen.

But we have our chronic problems, too. Regarding unemployment, we must own this issue, too. What are we
doing about it? About service delivery in rural areas, are we certain that students are receiving all the direct instruction

from a Teacher ofthe Visually Impaired (TVI) that they need? And what ofteaching the expanded core curriculum?

Our profession clearly tells us that it is as important as the regular core curriculum. But are all TVIs finding the time and

inclination to teach such subjects as social skills, living skills, and career education?

I'm not certain that you'll all agree with me, but from my perspective, we in education are as much in need of

evaluating our efforts and considering some new directions as was TCB.

I have a short list (five items) ofconcerns that I suggest to you are in need ofimmediate attention. And, like TCB,

the solutions to some ofthese issues might very well require high-risk, bold efforts. My list consists ofnational issues,

not unique to Texas. But my sincere hope is that professionals in Texas will take some ofthese concerns on as

challenges to be overcome, and that once more Texas will take the lead in confronting issues and finding solutions.

1. INSTRUCTION IN THE EXPANDED CORE CURRICULUM

The concept ofan expanded core curriculum for blind and visually impaired learners had its origin in schools for the

blind a century ago. It took a wrong turn for awhile in the middle ofthe 20th century whenwe became so obsessed with

inclusion that we weren't willing to admit that these students had unique needs, that vision loss in and ofitselfcreated

learning needs.

This topic went through several name changes. It was first referred to as the "specialized needs ofvisually impaired

students." Soon we were using the term "unique needs," the "disability-specific needs." Finally, with the realization

that all ofeducation was moving toward the concept of"core curriculum," the term "expanded core curriculum" was

used and adopted.

The National Agenda movement ran it up the flagpole. Everyone saluted. Shortly thereafter, articles were written

on the expanded core curriculum; our major professional organizations endorsed it; and there seemed few, ifany,

detractors. Therefore, I think it's safe to assume now that most educators ofblind and visually impaired students

realize that all students must be assessed in all areas ofthe expanded core curriculum, and, based on assessment

results, IEP goals must be written to address the areas needed by each student. (Years ago, when I stated that the

learning ofliving skills should be ofequal importance with learning to read, my educator friends would giggle or look at

me aghast! Today, when I make that statement, I see heads nod in agreement.)

So, where are we today in implementing the expanded core curriculum? Are all students being assessed in all

areas? Does the IEP reflect the outcome ofassessment and provide for instruction in portions ofthe expanded core

curriculum? Has the TVI been given the time to teach these vital skills? Sadly, in most areas ofTexas, I think not. I

think that dedicated, committed, well-meaning TVIs are not finding enough hours in the day to address the expanded

core curriculum. I know there are many exceptions - some ofyou have toldme oftremendous results in teaching the

expanded core curriculum.

Perhaps we have not made our position clear enough. Ifthe instructional day provides time to teach reading, it must

also provide the time to teach living skills, social skills, career education, assistive technology, etc. If it doesn't, our

system is broken and needs to be fixed. I'm ready to help fix it; are you?

32

,



2. APPROPRIATE READING MEDIA

The question I feel compelled to ask today is this: Is there any visually impaired child, anywhere in Texas, whose

reading medium was selected based on the amount oftime the TVI could spend with her? You have heard me say this

many times, and I'm going to say it again: A childwho is in the early stages oflearning to read and write braille will need

his TVI for at least one hour per day. It is my sincere hope that no child in Texas is reading print because ofthe lack of

time to teach braille.

Ifthis is an issue in Texas, will youjoinme in addressing it?

3. CAREER EDUCATION

As I mentioned earlier, I believe that educators must own part ofthe dismal employment rate among blind adults in

the U.S. Career education is a major curricular area in the expanded core curriculum. It is recognized as an educa-

tional need that most often will not be adequately addressed in the regular school curriculum. Consider the amount of

career education that is incidentally learned by sighted students by visual observation, and then think about how these

learning opportunities will be provided to blind and visually impaired students.

Some months ago, I was told by some ofthe leaders ofour consumer organizations in Texas that most blind young

people take at least ten years after high school graduation before they settle into ajob - or, for the majority, settle for

unemployment. My friends, it doesn't have to be that way. We, you and I, should commit to a career education

program for our students that will prepare them for employment, for decision making, and for the dignity ofwork. Our

graduates should have all the skills necessary to chart their own destiny, and not be dependent on TCB to give them

direction in life.

Are all ofyou committed to teaching career education to all blind and visually impaired students in Texas? May I

join you as we make this a goal for our Texas profession, and once more lead the nation in innovation?

4. TACTILE GRAPHICS

How's this for a topic thatjust won't go away? But, my friends, we are beginning to identify the real problem. For

years our issue was a plethora of"raised pictures" coming from well-meaning, good-hearted people who truly believed

that everything visual should be presented to blind students. When we finally got it straight between "pictures" and

"graphics," and realized that tactile graphics make a lot ofsense, but pictures with perspective are almost impossible to

present tactually, we really thought we had achieved what we needed. When wonderfully creative people like Diane

Spence and Bob Walling began to produce clear, sharp tactile graphics for geography, mathematics, and science

textbooks, we really knew we had licked the problem oftactile graphics.

But, like peeling an onion, the more layers we took offthe topic oftactile graphics, the more issues we found. At

last, though, I think we have come to the core. Children need to be sequentially and systematically taught how to read

tactile graphics. University preparation programs need to include "how to teach the reading oftactile graphics" to *-*

future TVIs. Then TVIs need to add this topic as a goal in the IEP ofevery blind student. How about it, universities, W
are you ready to do this? How about it, teachers, are you ready to commit instructional time to this vital area of

learning?

how to teach tactile graphics, and in implementing programs in local schools that provide time for children to learn to

read tactile graphics

3
09

Are there people we need to convince? How about TAER taking this on as a challenge? How about someone f?

I reporting back to TAER this time next year about the tremendous success in establishing programs to train teachers on ^

I 'm ready ; are you? Cfl
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5. USEOFPARAPROFESSIONALS

The existence ofparaprofessionals, or teacher assistants, is a given in our profession. After all, every profession,

even Orientation and Mobility, uses them. Buthow are they used? Are they used to supplement and reinforce what the

TVI has taught? Or, and ask yourselfthis question seriously, are they used to replace TVIs?

I could go on, but five topics for us to take on with commitment, dedication, and creativity, are enough. I know
each ofyou could add to this list, and, because these are personal convictions, not fundamental truths, you might

disagree with my list. My purpose in sharing these with you today is that I'd really like us educators in Texas to come

together over chronic, serious issues, and collectively find solutions. We have led the country in many ways - let's do

it again.

How about it, teachers, are you ready? How about it, TAER, is it time to tackle some tough issues?

w
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Book Review: What's Stopping You? Living Successfully with Disability

By Gail Beukenkamp, Parent, Amarillo, Texas

Editor s note: I want to thank Gailfor graciously agreeing to write a book reviewfor SEE/HEAR We will

be periodically including reviews on books and similar resources so thatfamilies andprofessionals can get an

idea ofwhat new materials are out therefor them. We welcome the opportunity to publish other book reviews

written by family members or professionals. Ifyou are interested in doing one, please feel free to contact

Edgenie Bellah, News & Views Section Editor.

A disability can become a reality at any time in a person's life. It may be a gradual change or an overnight change

in lifestyle caused by a sudden accident or illness. A disability not only effects the personwho is disabled, but also has

a major impact on other family members, caregivers, and friends.

What 's Stopping You? Living Successfully with Disability is written by Mark Nagler, Ph.D. and Adam Nagler,

father and son. Mark Nagler, Ph.D., wasbom with cerebral palsy and has triumphed over his disability. By living with

a disability, he is able to give a personal view and help teach people how to cope with challenges. This book is about

disabilities in general. It is divided into four parts.

Part one describes living with a disability. This part contains a very good section on advocacy and laws protecting

the disabled. It explains the importance ofadvocacy and describes the different types. The author discusses the effect

ofa disability on family and friends and changes that take place in the home and at work.

Part two explains the role ofcaring for people with disabilities. Much like the individual who has the disability,

caregivers have to go through an adjustment process. You have to accept that life has changed and make new

arrangements. The authors emphasize throughout the book that a positive attitude is very important for the disabled

person and the caregivers as well. They state that a positive attitude is necessary to triumph over a disability.

Part three gives advice about protecting the future ofthe disabled person. It describes the types of insurance,

power ofattorney, and the importance offinancial planning. Advice is given on how to ensure your legal protection

such as the necessity ofhaving a will and information about filing a legal claim. The information is simplified to make it

easy to understand.

Part four is a resource section. It explains how to search a disability on the Internet, and gives an extensive list of
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health and disability related web site addresses. There is also a directory ofnumerous organizations, which includes

addresses and telephone numbers that serve people with disabilities. Fourteen sample letters are included to help the

disabled request the services they need.

What 's Stopping You? is a very good resource ifyou are looking for information about disabilities in general. The

book answers many questions about living with a disability or caring for an adult with a disability. There are many

personal accounts throughout the book ofadults living with disabilities. The book does not mention children specifi-

cally, but gives good advice for future planning.

Spanish-Language Low Vision Booklet Now Available!

Reprinted with Permission from National Eye Health Education Program

We are excited to announce the arrival ofthe second booklet in our Ojo con su vision! (Watch out for your vision!)

series. The Spanish-language adaptation ofthe low vision booklet, Sepa que hacer si tiene baja vision {What You

ShouldKnowAboutLow Vision), is now available for distribution. We would like to thank all ofyou who provided

comments during its development. We are pleased with the final outcome and hope that you will be, too.

To receive a copy ofthe book, you may contact:

Low Vision at 20/20

Low Vision Place

Bethesda,MD
20892-3655;

Phone: (877)569-8487

Phone for Spanish speakers: (877) 569-8474

Online at: <http://www.nei.nih.gov/publications/LV_spanish.htm>

Are You Still Looking for Summer Activities for Your Kids??

It MAY Not Be Too Late!

Although most camps have already filled up, you might take a shot at contacting some camps to see ifthey still have

openings. Remember, camp is an exciting, fun-filledway for kids to learn wonderful skills and to make great memories.
_j^

To help with your search, we've updated the SUMMER CAMPS 200 1 DIRECTORY on the TSBVI Website at [s|

<http://www.tsbvi.edu/Education/camps.htm>. Ifyou don't have access to a computer or need some assistance, «£|

contact your local TCB office. They have the same list and will be happy to work with you! 7^

Even ifyou don't have time to get signed up for this year's summer camp, it is not too soon to start thinking about ^
next year. You may want to contact some ofthe camps to schedule a tour during their summer sessions and see ifthe ^
program will meet your child's needs. This would also be a good time to get on the mailing list for next year's camp

applications. Summer camp can be a wonderful opportunity for your child and for you.

35



Short Classes at TSBVI
By Dr. Lauren Newton, Principal of Special Programs, TSBVT

ABOUT SHORT CLASSES

A little over a year ago, TSBVI implemented an additional approach to serving academic students: SHORT
CLASSES. Approximately 70 students, from all around the state, attended a short class during the 2000-2001 school

year! The purpose ofshort classes is to serve students who are functioning close to grade level and whose basic needs

are well met in the local school district, but who may need a short, intensive training boost in one or two disability-

specific areas (e.g., O&M, independent living, technology, aspects ofthe braille code, math adaptations). While at

TSBVI all students also have experiences developing social skills, interacting with other visually impaired students and

professionals, and independent living. Most classes are one week long.

Students must be referred for a Short Class by their local school district. Students are requested to bring their

week's school assignments (homework) with them. This serves two purposes: ( 1 ) the opportunity to teachnew skills

within the context ofwhat students are learning at home, and (2) helping students keep up with their assignments while

they are away. Before students come to a Short Class, their local VI teacher and TSBVI teachers discuss the student's

current level offunctioning in the IEP skills selected for instruction, to maximize effective instruction as soon as the

students arrive.

SHORT CLASSES FORTHE 2001-2002 SCHOOL YEAR

Below is a listing ofShort Classes for next year. Ifyou have an upcoming ARE), this could be a time to talk about

a possible referral. Please call TSBVI ifyou have any questions about the programs. Notice that two different

program options are provided to support local IEP objectives:

1. Disability-specific programs with a pre-determined curriculum

Independent Living Skills

Two programs - each scheduled for two 3-day weekends. Students must attend both weekends.

• High School (ages 16-22): September 6 - 9 and October 4 - 7, 2001

• Middle School (ages 12-15): March 21 -24 and April 25 -28,2002

HI

09

w

Technology (secondary students)

Each program is one week in length.

• Fall: November 1 1 - 16, 2001 - Braille 'n Speak

• Spring: February 3 - 8, 2002 - JAWS for Internet

Math Adaptations (for students going into algebra or geometry)

• November 25 -30, 2001

2. Individualized Instruction on any Disability-Specific IEP Objectives

Students will work on objectivesjointly selected by LEA & TSBVI

High School: September 1 6 - 2 1 , 200

1

Middle School: October 2 1-26, 2001

Elementary School: December 9-14,2001

High School: January 13-18, 2002

Middle School: February 24 - March 1, 2002

Elementary School: April 7-12, 2002
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SHORT TIMEAWAYFROM HOME
There are many reasons students and families may want to consider a short program at TSBVI. Here arejust a few:

• All students return to their local school at end ofa short program

• Participation in special programs is not a change in placement

• Students are not counted absent from their local schools

• LEAs provide transportation costs

For more information about these programs call, e-mail or visit our website at <www.tsbvi.edu>, or contact Dr.

LaurenNewton, Principal ofSpecial Programs; Phone: (512) 206-91 19, E-mail: <NewtonL@tsbvi.edu>.

Finding Wheels listserv

There is anew listserv called findingwheels that is a discussion venue for people to talk about transportation issues

for children and young adults with vision impairments and strategies to assist young people in exploring their transpor-

tation options. The listserv is an extension ofthe curriculum Finding Wheels which Dr. Penny Rosenblum and Dr.

Anne Corn co-authored. They wanted to set up a place where people who are using Finding Wheels or working with

students on transportation issues could share ideas.

To join the listserv send a message to <listserv@listserv.arizona.edu>. In the message write "subscribe

findingwheels, <your e-mail address FirstName Last Name>."

Ifyou would prefer to send a message directly to Penny at <rosenblu@u.arizona.edu>, she would be happy to sign

you up for the listserv.

Survey Regarding Proposed Changes

to theAPH Tactile Graphics Kit

APH is considering some changes to the Tactile Graphics Kit (the larger kit used for diagramming foil masters for

thermoforming). Ifyou are a user ofthis kit, we would like your comments on the following questions - especially ifyou

can give us compelling reasonsNOT to make these changes!

1

.

We're considering replacing the wooden rack that holds the tools with a vinyl pouch that holds each tool

securely in its own pocket, folds to take up less room, and cuts about $ 1 2 offthe cost. Please comment.

2. We wonder ifthe pantograph is still a useful part ofthe kit. Are transcribers using it? Ifdropping this item

would cut $ 1 5 - $20 from the cost ofthe kit, would you recommend keeping it or dropping it?

3. Any other comments or suggestions about the kit are welcome.

Thankyou in advance for your help!

Fred Otto

Department ofEducational Research

American Printing House for the Blind

fotto@aph.org
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CLASSIFIED
Mail or e-mail your new classifieds to Jim Durkel at:

TSBVI Outreach, 1 100 West 45th St., Austin, TX 78756, or JimDurkel@tsbvi.edu.

An up-to-date Statewide Staff Development Calendar is posted on TSBVI's website at <www.tsbvi.edu>.
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Texas Focus:

Looking at Low Vision

June 14 & 15, 2001

Radisson Plaza Hotel - Ft. Worth

This annual conference sponsoredby the 20 Regional

Education Service Centers, with help from Texas School

forthe Blind and Visually Impaired, will focuson topics

related to the studentwith low vision. Topics include

monocularand magnifier use, literacy issues forthe

student with low vision, services to infants and toddlers

withlow vision, and issues related to field loss.

Formore information, contactJim Durkel.

Phone:(512)206-9270

E-mail: JimDurkel@tsbvi.edu.

TSBVI Technology Institute

September 21 & 22, 2001

Sheraton Four Points in Austin, Texas

This training is designed foreducation professionals

workingwith studentswho have visual impairments.

Sessions will include introduction to the Braille 'n Speak,

introductionto Duxbury Braille Translation software, and

introduction to screen readers. This is not general

technology training. Parents interested in attending are

encouraged to learnmore about the relevance to them

and their childby contacting Jim Durkel or Sharon

Nichols before registering for this event

Formore information, contact:

Jim Durkel at (512) 206-9270,

JimDurkel@tsbvi.edu

or

Sharon Nichols at (512) 206-9388,

SharonNichols@tsbvi.edu

Visions 2001:

The National Conference of

The Foundation Fighting Blindness

September 13-15, 2001

Westin Galleria Hotel in Dallas, Texas

Each year, Foundation researchers, staffand volunteers

gatherto share information aboutthe latest scientific

advances, assistive technologies, orientationand mobility

resources, and coping strategies with attendees from

across the United States. Formore information, contact

The Foundation Fighting Blindness at (888) 394-3937

or <www.blindness.org>.

Virginia Murray Sowell

Distinguished Lecturer Series

September 28 & 29, 2001

Lubbock, Texas

Dr. Janvan Dijk will be the featured speaker at this

year's Virginia Sowell Distinguished Lecturer Series,

sharing his wealthofexperience working withpeople

who are deafblind. Formore information, contact:

The VirginiaMurray Sowell Center

(806) 742-2320 or sheila.dowling@ttu.edu.

SWOMA:
(Southwest Orientation& Mobility

Association Annual Conference)

October 12-14, 2001

Sheraton Four-Points in Austin, Texas

For more information, contact: Ruth Ann Marsh

(512) 206-9203 or RuthAnnMarsh@tsbvi.edu.
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INSITE Training:

A Home-Based Model For Infants,

Toddlers, and PreschoolersWho Are

Multiply Disabled Sensory Impaired

Part 1 - September 27 & 28, 2001

Part 2 - October 24 & 25, 2001

Part 3 - November 29 & 30, 2001

Bryan, Texas

This is a 6-day training for school and ECI professionals

working with families, who have children, birthto 5 years,

withmultiple impairments, includinganimpairmentin at

least one ofthe sensory systems. Topics include

informationonvision loss, hearing loss, communication

development, motordevelopment, active learning, and

workingwith families. Formore information, contact

Gigi Newton at TSBVI. Phone: (512)206-9272;

E-mail: GigiNewton@tsbvi.edu

The Third Annual

Sports Extravaganza for Blind

and Visually Impaired Students

Nimitz High School in Irving, Texas

October 26 & 27, 2001

Childrenwith visual impairments oftenneed confidence-

building experiences, so they can participate in their

regular school sports programs. This eventprovides the

opportunity to dojust that. Formore information,

contact Kitra Hill Gray at (972) 348-1 580.

Mark Your Calendars for the

DBMAT Family Weekend

October 12-14, 2001!

It's not too early to mark your calendars for theDBMAT
(Deafblind Multihandicapped Association ofTexas)

Family Conference, which will take place atCamp John

Marc in Meridian, Texas. This annual fall retreat and

learningweekend for families and service providers is a

time ofrenewal andreunion for allwho attend.

For more information, call (972) 287- 1 904 or

e-mail DBMATorg@aol.com.

CHARGE at the Crossroads:

5th International

CHARGE Syndrome Conference

July 20-22, 2001

Indianapolis, Indiana

Indianapolis Marriott Hotel

This conference is for families with amemberwho has

CHARGE Association. Friday sessions focus on

medical issues and include presentationson adolescence,

cochlear implants, dental issues, endocrinology, plastics,

gastro-intestinal issues, neurology, vestibular function,

balance, and oral feeding. Presenters will be Dr. Kim
Blake, Dr. Udi Shah, Dr. Rod Lusk, James Thelin, Dr.

Rebecca Slayton, Dr. Jeremy Kirk, Dr. Jeffrey Marsh,

Dr. Jules Constantino, Dr. Sandra Davenport, Sara

Johnson and stafffrom Riley Hospital for Children.

Saturday session topics include Circle ofFriends, hearing

issues, communication, interveners, deafblind simulations,

SibShop, recreation/therapy (ice skating, adaptive skiing

hippotherapy/therapeutic riding) and a grandparents get-

together. A video entitled "Then andNow" will also be

shown. Presenters will beNancy Hartshome with

Jacob's Circle Participants, Susan Appell, Linda Alsop,

Kim Lauger, Dickand Liz Young, Judith Bluestone,

James Thelin, Kara Heide, Penny Clark, Mary Siebolt,

Diane Hazel-Jones, Rob Last and Michigan Deaf-Blind

Project Coordinators.

For more information, contact

Marion Norbury at (573) 499-4694.

GolfFore Sight

Are you a golfer and apersonwho wants to prevent

blindness in Texas? Consider a "GolfFore Sight" card!

Purchase ofthis card entitles the holder to golfone round

ofgolfat each course - free or discounted (cart rental

required), and supports Prevent Blindness Texas. Nearly

1 00 golfcourses around the state ofTexas are participat-

ing in this event. You can purchase one card for $35,

two for $60 or four cards for $ 1 00.

Formore information about this program, contact

Prevent Blindness at (888) 987-4448.
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Kate's Corner

Things are momentarily quiet here at TSBVI Outreach with many ofthe staffout on much deserved vacations. The

spring wrapped up with a flurry ofactivity that slide into the early part ofJune with Texas Focus in Ft. Worth. All

reports from folks who were able to attend the conference indicate that this was another very informative event for both

the families and professionals who attended and a welcome focus on students with low vision.

Outreach staffhave been working on a number ofother projects as well. One in particular that I am happy to report

on is a project we did in collaboration with DB-Link, the National Information Clearinghouse on Children with Deaf-

Blindness. My colleague, Robbie Blaha, and I have written a book, Introduction to SexualityEducationforIndi-

viduals WhoAreDeaf-BlindandSignificantlyDevelopmental!)?Delayed, which DB-Link will publish. We antici-

pate this book becoming available in the Fall of 2001. You may contact DB-Link at (800) 438-9376

or email <dblink@tr.wou.edu> to get more information about receiving a copy. We very much appreciate DB-Link

giving us an opportunity to make this happen. We hope that families and professionals in Texas and other parts ofthe

country will find the information useful.

Robbie will also have another publication coming out soon through the TSBVI Curriculum Department. The book,

Calendarsfor Students with Multiple Impairments Including Deafblindness, provides detailed information on

determining which type ofcalendar to use with a child, designing the calendar, and transitioning a student to the next

Kate's Corner - continued on page 2
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A Tale ofTwo Children

By Pauletta Feldman and Mary Ann Reynolds

Reprinted with permission from: Future Reflections, Volume 19, Number 4

published by the National Federation of the Blind, <www.nfb.org>

Notefrom Barbara Cheadle, Editor ^/Future Reflections.' Thefollowing article, co-written byPauletta and

Mary Ann, was originallypublished in 1995 in the VIPS Parents 'Newsletter, a publication of the Visually

ImpairedPreschoolServices in Louisville, Kentucky. Iwas curious about whathadhappenedin thefiveyears

since they wrote it, so I asked them ifthey would do an update. They graciously agreed, and their updates

conclude the article. Here now, is Pauletta s andMatyAnn sA Tale ofTwo Children.

Pauletta: On the surface, Mary Ann and I may seem very different in that we have chosen what appears to be two

diametrically opposed school placements for our blind children. But we are not very different at all in the hopes and

dreams we have for our children - we havejust chosen different paths to help our children achieve them. The existence

ofplacement options expands the current and potential opportunities our children have available to them, and we have

taken advantage ofthese options.

Mary Ann's daughter Ashley and my son Jamie have been at two opposite ends ofa continuum of services that

exists for the education ofblind children. Ashley, who is eight and in third grade, has been in a fully inclusive, public

school classroom since kindergarten. Jamie, who is ten and in fourth grade, has attended the Kentucky School for the

Blind since kindergarten as a day student and this year is in a half-day placement at our neighborhood school.

Parents often ask Mary Ann and I about our children, their schools, and why we've made the decisions we have.

That's the purpose of this article - to share with all ofyou who are, or will be, struggling with the same decisions we
have faced. But as a prologue, we want to say that nothing is written in stone. What works one year for your child may

not work the next. The important thing is that parents are aware ofthe options and know that we may choose from any

ofa variety ofcombinations to produce the best educational situations for our children. We need to know our children,

their strengths and needs, and to know what's out there in order to make good decisions.

OUR DREAMS

Mary Ann: Our dreams for Ashley are the same as for our other two children: to grow up to be somebody special

and unique, whether that is to be a homemaker, a teacher, a doctor, or whatever. We both want her to be happy.

Some people hope and dream forjobs, independence, etc. I guess I expect that to come. When Ashley was born, she

had a severe heart defect. Two years and three surgeries later, the worries ofvarious abnormalities, the fear ofhearing

problems, and the diagnosis of"blindness" all but shattered our normal dreams. As sadness and abnormality creeped

in, we longed for happiness and normalcy. I guess I'm still developing those dreams as she grows. She wants to be a

preschool teacher. If she dreams about being a teacher, that's what I dream for her. I want her to grow up, go to

school, have friends, go to college, fall in love, marry, and have her 2.5 kids. That's my dream.

Pauletta: It's hard to describe all ofthe dreams I've had for Jamie. Some ofthem have remained the same and

some ofthem have changed over time. (For instance, I don't think he'll turn out be a classical violinist - he wants to be

a rock star!) As a matter of fact, Jamie has lots of careers in mind and wishes he could do them all at once - be a

librarian (like his Dad), a writer, a cook in a restaurant, a teacher, an actor, a discjockey, and a musician. When he was

five he wanted to be a fireman (I could see the headlines, "Blind Fireman Rescues Woman from Burning Building!")

and a policeman. Mainly, I want a happy and productive life for Jamie. I want him to be employed and on his own
someday. I'd like for him to be able to go to college. But most ofall, I want him to believe in himselfso that he will have

the gumption to pursue his own dreams, whatever they may be.



PRESCHOOLPLACEMENTS

MaryAnn: Ashley began attending preschool when she was four. Options were limited five years ago, more so

than they are today. I looked for a regular preschool that would allow her to be around other children. I looked for

over a year, honest! I foundTWO places available. People actually hung up on me when I mentioned "blind." People

wouldn't return my calls. I was hurt. I loved my child and wanted others to love her, too. I wanted her to enjoy

preschool and learn things that I could not provide in the home. VIPS had provided intervention in the early years and

through Melinda, an intervention worker, we got hooked up with Tully Preschool. We were welcomed with open

arms. Whenwe visited, the other children walked Ashley around to show her the room. After that, I knew this was the place. ^

Pauletta: Jamie started out at Christ the King Montessori Preschool two days a week when he was two-and-one-

halfyears old. When he was three we switched to Kenwood Montessori, which was closer to home and where my
older children had attended. There were new teachers and directors at Kenwood who wanted to build the school.

They learned about us through a consultant teacher at Christ the King, and they came to us to recruit Jamie! That was

wonderfully refreshing, since I had felt that I had to "sell" him just to get anyone else to give him a try! I ended up

working at his preschool as a teacher's aide, so I got to see firsthand the great things he was doing and learning. The

school offered lots ofhands-on multisensory learning experiences. Itwas an environment in which Jamie was cherished.

PREPARING TO MAKEAKINDERGARTEN PLACEMENT DECISION

MaryAnn: Ashley's preschool years were great. Tully had an all-day program and offered kindergarten in the

afternoon. Because of that, she automatically remained another year. As time went by Ashley learned the school

building inside and out (she started cane training at age four). Before using the cane, Ashley would run through the

halls, never worrying about bumping into other children. I soon learned that Ashley, being halfthe other kids' size,

needed her own independence so she could get on with learning. Because Tully is all on one level (not to mention its

educational benefits) and Ashley was tiny, had heart disease, and was too brave for her own good, we decided after

much thought that it was in her best interest to remain there. Our neighborhood school where my older children

attended had turned Ashley down for preschool. After that, I realized that it was up to me to find and give her the best

possible option.

Pauletta: I talked to a lot ofprofessionals. I talked to lots ofblind people. I tried to find out everything I could

about all the special adaptations a blind child would need to succeed in life. I tried to come to grips with what were

Jamie's greatest areas ofneed and what were his particular strengths. I believed that learning the skills ofblindness

would be key to his future success. And then I visited schools to compare program strengths with Jamie's needs.

Jamie could have stayed for kindergarten at Kenwood Montessori, where there was a very strong mutual attachment.

But I wanted to know what else was out there. I visited public school programs, one where there was a resource

teacher and resource room for visually impaired children. I visited the kindergarten at the Kentucky School for the

Blind (KSB), and knew immediately, in my gut, that this was where Jamie needed to be. (To enroll at KSB vision must

be a child's primary disability, and the child must possess communication and basic self-help skills.)

WHYWE CHOSE THE SCHOOLSWE DD3

MaryAnn: Because our neighborhood school would not take Ashley during her early training years, it really was

not in her best interest to move her two years later. At Tully, she knew her way around and could independently move
to where she needed to go - art, music, PE, lunch, etc. Now she could concentrate on academics and notjust learning

a new building. I taught elementary school and knew how important those early learning years were. I felt it's going to

be hard enough - let's not make it any more difficult than it has to be. I thank God it worked out. She is at Tully to this

day and will remain until she graduates from the fifth grade.

Pauletta: There were many reasons we chose KSB. Jamie is almost totally blind withjust a little light perception.
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I was very concerned that he develop good Braille skills. Jamie was also physically delayed and had poor upperbody

strength and fine motor skills. At KSB, he could participate in adapted PE daily, and the kindergarten program

focused on fine motor development and pre-Braille skills. While Jamie was in preschool, his social skills had not

progressed as I had hoped. He was a very passive child. I was afraid that he would not do well in a large class - not

come out ofhimself and not stand up for himself- so the smaller class sizes at KSB were attractive to me. I also

thought it was important to his developing self-image for him to have blind friends and role models. He has been at

KSB for almost six years now. However, we have begun easing him into our neighborhood school. That has been a

wonderful process that could be the subject ofa whole different story!

WHATTHEIRPLACEMENTS HAVE BEEN LIKE

MaryAnn: Ashley is a popular girl and has numerous friends. Because many ofthe Tully children live in the

community, she is able to meet with them on the ball field, in the grocery store, etc. The variety ofactivities in our

community help others to see Ashley leading a normal life, and the kids know she is part oftheir broader world, too,

not just a part ofthe school. This creates friendships. Ashley has always had the help ofan itinerant teacher ofthe

visually impaired (TVI). In the early years, the TVI would Braille stories in Grade I Braille (alphabet letters with no

contractions) because the American Printing House for the Blind (APH) only produced early reading materials in

Grade II Braille (with contractions). Even her preschool teachers helped her with Braille, and she had Braille labels for

just about everything, even the fish tank! Ashley has kept many ofher friends from preschool, often recognizing their

voices in the hall. When she was younger, she enjoyed stopping and talking to all the teachers. She learned so much

about those around her. Because many ofthe children already knew Ashley, they did not over-help her, but knew

when to help and when not to. They still do this. Ashley is learning how to request help and hopefully how to give it

back. Her teachers have been wonderful. Her primary teachers' classes have been right next door to each other. She

has had the same locker for three years. How's that for consistency! Finally, I can drop her offat the side door, and,

like everyone else, she walks to her locker, puts her things up, and goes about her business. People at Tully are warm

and caring. There is always a friendly welcome when she enters the door every morning. Ashley has had to miss some

things occasionally to fit her special classes in. One year she fussed at me every morning because she had to miss PE

to have her cane lesson. Her sister even informed me that PE was Ashley's favorite class. I told Ashley I remembered

when I taught, and all the kids said their favorite classes were PE and lunch, and at least she didn't have to miss lunch!

We soon learned that for every loss there was usually a gain. Her TVI has been wonderful. I am so thankful for her

patient endurance and sense ofhumor. She has communicated regularly with us over the years and helpedAshley learn

so much. She has provided extra tutoring, daily balancing ofhours for Ashley between resource room and classroom,

and even helped Ashley get a computer system from the Lions Club. She has been a real source ofsupport for me.

Her specialized training in vision and experience with integrating other blind children has given us confidence and hope.

Pauletta: Jamie started cane training in preschool and was able to continue with the same O&M instructor at

KSB. Since kindergarten, he has received regularO&M instruction from three times each week for individual lessons

to group classes with his other classmates to work on residential travel and quiet street crossings. There has been a lot

ofclass changing at KSB, so there are lots ofopportunities for Jamie to practice travel! He must travel to different

buildings to participate in music, PE, and to go to lunch. Each year, his O&M instructor has worked with him on his

schedule and routes. Through third grade, Jamie had adapted PE and instrumental music daily. Daily living skills have

been built into the curriculum. Jamie worked on the Patterns series for learning to read and write Braille. Patterns,

available from the American Printing House for the Blind (APH) is a systematic and sequential process ofintroducing

the 178 Braille contractions. Jamie was introduced to the slate and stylus, abacus, and computer in first grade.

However, it is only this year that he has finally become proficient with them. He is using the computer more and more

for writing, learning the basics ofword processing, and getting introduced to computer bulletin boards. He has gotten

to be in three full-costume, musical productions - last year he was Gepetto in the primary grades' production of

Pinocchio! Seeing the kids act on stage was such a gift. It was something I had never imagined blind children would

be so good at doing! KSB has been a real support system for me. Jamie's teachers have always been accessible and
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welcomed my input. They have been almost another extended family! Jamie spent a second year in third grade last

year to hone some skills and to do some maturing. It also seemed a good time to explore new possibilities. We were

feeling that his skills were now strong enough to move into a more integrated educational placement. Last year, after

Christmas, he started attending our neighborhood school, Semple Elementary, one day each week. Our primary

objective for this little experiment was social. We wanted Jamie to begin to adapt to a different learning environment

and to make more friends in our neighborhood. There was mutual visitation between schools and a truly wonderful

collaboration between the Jefferson County Vision Program (JCPS), KSB, and Semple administrators and teachers to

make sure Jamie had what he needed. I think this easing-in process really paid off for both ourselves and Semple,

giving all ofus the support and time we needed to work into a comfortable relationship. This year, Jamie is going half-

day, each day, to both schools. I couldn't be more proud or appreciative ofmy little neighborhood school, which has

taken my little interloper and made him one oftheir own! Plans are for him to do the same for fifth grade. He has a long

day, getting on the bus at 6:30 a.m. to KSB, where school starts at 7:30 a.m. for language arts and math, then back on

the bus at 1 1 :30 a.m. to Semple, where he has lunch and spends the afternoon for science and social studies until 3:20

p.m. He has music, PE, and computer at both schools. His JCPS itinerant teacher ofthe visually impaired has been

wonderful and works with him three to four afternoons each week. HisO&M instructor from KSB has worked with

him on learning his way around Semple and is now working on walking between school and home.
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HAVE THERE BEEN DISADVANTAGES?

MaryAnn: I've talked about the advantages. The disadvantages are that Ashley has little opportunity to meet and

get to know other blind children. We sent her to KSB summer school, and she enjoyed that experience and enjoys

meeting VTPS children. I am sure she has many questions she will ask another blind child when given the opportunity.

We all need someone who understands. Ashley is attracted to many ofthe children and people in our church who have

special needs and enjoys getting to know them.

Pauletta: There are always trade-offs. The main disadvantage ofJamie's placement has been that he hasn't gotten

to know many children in the neighborhood and hasn't had to deal with typical classroom situations where there are

many students and distractions. But I think we are working on these with the dual-placement.

FILLING INTHE GAPS

MaryAnn: Because some things may need extra attention or explanation, we all try very hard to provide as much

information as possible to help Ashley understand and experience things in life. Instead oftalking about the park, we
go. We make cookies a lot and talk about measurements. When they are talking about specific subjects in school, we
try to find opportunities to increase her understanding. We provide as many "real" experiences as possible. She has

a "preschool" in the basement with real cubbies and activities and she, her sister, and their friends learn a lot in "their

classroom." I try to buy tapes and allow more music than usual and know that it is important to her. It is scary living

on a busy street and having a daughter who is too brave for her own good. But hopefully, she will grow up and learn

to be wise in her independence.

Pauletta: Will we ever be able to fill in the gaps? There just don't seem to be enough hours in the day! I couldn't

ask for more from the education that Jamie is receiving in school ! He's getting all the academics plus working on many

blindness-specific skills. Jamie has to master writing in three forms (Braillewriter, slate, and keyboard). He needs to

work on handwriting so he can sign his name. But there are still so many gaps in his knowledge and skills. We spend

three times the amount oftime another sighted child would spend on science and social studies - talking while we read,

creating impromptu models to build on his concepts. Homework can take a lot oftime each day, especially now that

he's in fourth grade. With KIRIS testing coming up, he will be staying for extended school days to practice open

response tests and performance events. He also needs down time, time for friends, time to learn to do things for

himself. We fit in everything we can, but we also keep in mind that he needs time to be just a kid. And we need time

tobejustafamily!
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HAPPYNOW?

MaryAnn: Maybe we alljust appreciate the little things more and that makes us all smile a lot. Yes-rwe are very happy.

Pauletta: Jamie's a great kid, he has fantastic educational services, and we have wonderfully supportive teachers.

How could we ask for more? The only ones who can really determine what will be best for your child is you and your

child with the help ofsupportive professionals. There are creative solutions to problems. There are combinations of

services that can be developed to meet your child's unique needs. The best advice we can offer about pursuing service

options for your child and making them work is this: Don't be afraid to dream. Don't be afraid to look at many

possible paths to the same end. Be creative. Be flexible. Be willing to compromise. Know which battles are worth

fighting, and save your energy for those. Try to solve problems at the school level without alienating your support base

- fragile relationships can become strong ones when they are given time to grow. Your child's teachers can be your

strongest allies.

2000 UPDATE

MaryAnn: Well, after 14 years in our local public school system, we have decided to make a huge change -

Ashley will attend the Kentucky School for the Blind this fall. Over the past two years she has spent many days after

school just hanging out with the other kids at KSB, while attending the local school in her area. Over the years I have

been intrigued with the changes that children go through once they become teen-agers. Boy, do they change! Ashley's

teen-age personality is blossoming, and she is beginning to have a mind ofher own. Part ofher growing out ofher

cocoon is dealing with her blindness and all ofthe issues involved with it - accepting blindness as part ofyourselfand

being proud ofwho you are. At KSB Ashley will meet other students who share the same challenges. She has never

had this opportunity in an integrated setting. Don't get me wrong. I am not comparing the two settings. I am not

advocating for or against either setting. I am merely sharing the experiences ofmy child. She is changing, and her

needs are changing. My dream for Ashley is that she will grow strong wings and fly like a butterfly into the world as a

happy and productive individual. But, right now, being in school with other blind peers will enable her to share common

experiences at the academic and recreational levels. She is enjoying the conversations with the other students on issues

related to their blindness. This is a new experience. We are excited to see how it will progress. For now, we are just

going to take it one day at a time and see what happens. Each year is a new adventure. Looking over the horizon, I

see Ashley on the road to independence.

Pauletta: A lot has happened in the five-and-one-halfyears since originally writing about Jamie's school place-

ment in the VIPS Parents Newsletter. Jamie is now a sophomore in high school! Just to update, Jamie continued in a

dual placement through eighth grade with KSB and our public schools, first at Semple Elementary and then at Barret

Traditional Middle School. Sixth grade was rough - Barret had never had a blind student and was not accustomed to

making accommodations. Their motto was, "Students adapt to us, we do not adapt to students." We knew that going

in and believed that only minor adaptations would be required. Probably the hardest adaptation, which was also the

biggest help, was for classroom teachers to learn how to team-teach with Jamie's vision itinerant. Barret teachers were

not used to working with itinerant teachers. However, by seventh grade, things were running very smoothly. And by
eighth grade, when Jamie graduated, the principal and teachers told me that one ofthe hardest things about losing Jamie

(they had come to LOVE him) was losing his vision itinerant! The experience turned out to be a wonderful opportunity

for growth for Jamie and for students and staff at Barret. While Jamie had EXEMPLARY services from our public

school system, we continued to be a KSB family, too. Over the years, Jamie had made so many wonderful friends

there. A disappointing aspect ofhis public school experience was that friendships at school did not transfer to after

school hours. Jamie tried and we tried, but with the exception ofone young man, Barret friends stayed at school. So,

for his freshman year, Jamie went back to KSB full-time. He stayed part-time in the donn to have more ofa social life

after school. That worked very well. This year he is living at school through the school week. That's been really rough

for us. We've had to let go big time - let go ofoverseeing schoolwork on a daily basis, let go ofhaving our youngest

child at home! But Jamie is making us let go as he moves toward greater independence. He now has the active after



school life that all teen-agers want. He doesjazz band after school; he's on the track team and has daily practice; he

broadcasts and trains other students for the school radio station; and somewhere in there, he fits time to study andjust

hang out! The path we are taking in raising Jamie and ensuring that he receives a good education will continue to be one

with many forks and detours. Our resolve is to continue to be open to, and flexible in, making whatever adaptations

are required to meet his changing needs.

Out ofthe Mouths ofBabes
By Paige Parrish, Parent, Tyler, Texas, <MAXBITES@prodigy.net>

and Jean Robinson, Family Specialist, TSBVI, VI Outreach

Paige, mom ofAlexandria (Alex), has been gracious enough to share her experiences raising a child with blindness.

Alex who is almost 9 years ofage is losing what vision she has due to Leber's Congenital Amaurosis. Hermom has

been diligent and creative about teaching her concepts that sighted folks take for granted. Alex, who attends Andy

Woods Elementary School in the Tyler I.S.D., had been reading about different kinds of animals along with her

classmates. Paige knew that even though Alex was acing the tests she didn't really have the big picture. This savvy

mom called the Caldwell Zoo in Tyler to request a "hands on" tour. When the public relations director discouraged her,

Paige persisted. Eventually the owner not only agreed to the tour, but personally showed Alex arround the zoo. He

asked that they come in the morning, before the zoo opened to the public, when the animals were just waking up and

still in their private areas. Alex, hermom, and vision teacher were able to feel the ear and horn ofa rhino with the help

ofthe animal trainer. Alex explored a giraffe and trailed along its tall neck! Her face lit up when she connected the

words that she previously had read to the real thing! This "aha moment" brought tears to the owner's eyes.

This experience led to another opportunity. Alex's unique way oflearning made a profound impact on the veteri-

narian for exotic animals. He plans to contact Paige the next time they have to anesthetize a large animal; Alex hopes

it will be an elephant!

Once again, Paige has paved the way for Alex to have the same opportunities as her classmates, by encouraging her

to enter a local essay-writing contest. The Kimberly Clark Company, in conjunction with Brookshire Brothers grocery

store, sponsored the contest. The theme was "My Favorite Teacher." Alex entered and won! One winner was

chosen from each grade level for the entire district. She selected her V.I. teacher as the subject. Here is Alex's essay.

Myfavorite teacher isMrs. ElsieRao. She ismy visually impairedteacher. Ithink thatsheshouldbe selectedas
Brookshire 'sfavorite teacher because she works very hardto teach me other ways to read, write anddo ?nath. But

she is so much more than that. She helps me learn thatmy vision loss willnotstop mefrom becoming a successful

person. She believes in me even when Ido not, andshe has a veryspecialway ofdescribing the worldto me. Once,

Iaskedher whysome cars didnothave roofs? She said, "They are calledconvertibles. " SheJusthappenedto own

one, so she letmefeelthe roofgo down. She said, "You really can not understandthis unlessyou ride with the wind

blowingthroughyourhair. (Editor's note: Ofcourse they took a ride.) Mymomsays thatMrs. Rao alwaysstarts with

afirmfoundation. I really did not understand this until 1 asked Mrs. Rao what concrete was. She went out and
boughta bagofconcretefor us to makejustsoIcouldundei'stand. She has a big impacton my life andshe also lets

me teach her about being blindso together we keep on learning.

Paige remindedme that these success stories would not be possible without the support oftheir local school district.

Connie Moore, the principal ofAndy Woods Elementary, believes in "teachable moments" and understands the impor-

tance ofrelease time for her vision teacher. Paige believes that Alex is exposed to the expanded core curriculum

because Mrs. Rao not only answers Alex's many questions but involves her in finding the answer. If at all possible,

Alex hears about it, reads about it, and does it. This approach pays off; the first place prize for her essay was a $ 1 500

gift certificate from Circuit City.
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HelpingYou and Your Child Get a Good Night's Sleep

By Craig Axelrod, Teacher Trainer, TSBVI, Texas Deafblind Outreach

A version ofthis article appeared in the April 1 994 edition ofP.S. News!!!

Editor's note: This article is basedon informationpresentedby Ray Condon at a workshop in July 1993.

"Oh those sleepless nights will break my heart in two." Truer words have ne'er been spoken, particularly by

parents ofchildren with disabilities. While anyone might find a night ofrestful sleep elusive, it can be a unique challenge

for children with disabilities, and their families.

When looking for causes and solutions to a problem like this, parents and school staffshould work together as a

team. A team will be best able to develop an intervention plan that succeeds. The kinds of stimulation provided at

school during the day influence a student's ability to sleep at night, and a sleepy student has difficulty learning. A child's

sleep problem is everyone's problem.

WHAT IS SLEEP?

Identifying some common facts about sleep will help distinguish general characteristics that most people experience

from problems unique to children with disabilities.

1

.

The function of sleep is controversial. Some people believe sleep is an internally controlled period ofnon-

responding, during a phase ofthe circadian cycle, that promotes energy conservation. Others think sleep is a restor-

ative or balancing process that occurs after energy consumption. Everyone agrees that sleep is a state ofconsciousness.

2. Sleep occurs in repeating 70 to 1 00 minute cycles oftwo states, REM and nonREM. In the REM state, when

dreaming happens, the brain is active but the body is effectively paralyzed. In the nonREM state, muscles are relaxed

but can move. This state (in 4 stages from drowsy to deep sleep) may serve a restorative function, and is most typically

identified as sleep.

3. Circadian cycles are repeating biological cycles approximately 25 hours long, in which sleep, waking, alertness,

activity, rest, changes in body temperature, hormone release and many other body functions take place. This cycle is

reset daily to the 24 hour clock by internal processes and external cues such as daylight and darkness, mealtimes,

social structures, bedtime and especially time ofwaking. Daily routines are critical for resetting the biological clock,

because external cues influence a body's internal processes. Chronically delayed sleep can lead to reversal of a

person's daily schedule.

4. Wakings and arousals, typically 3 to 7 per night, are normal for children and adults. They're most likely to

happen at the end of a REM state and, among other things, enable us to change positions in bed. Usually we're

unaware ofthem and resume sleeping within a few seconds. Problems can arise when a person has difficulty going

back to sleep after an arousal.

5. People require varying amounts of sleep and generally need less sleep with age. Fragmented or fitful sleep is

more common after age 7, and especially for people over 45.

6. Most children sleep deeply during the first and last few hours ofnight, and more lightly between those times.

7. Sleep/wake cycles can be easily disrupted in people sensitive to change. Irregular sleep/wake patterns lead to

significant alterations in a person's mood, energy level, sense ofwell being and ability to learn new information. Atired

child may not act tired, but be irritable, inattentive, impulsive, aggressive, hyperactive or socially withdrawn. Behav-

ioral indicators like these might suggest a sleep problem.
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8. Causes ofdisrupted sleep differ between people. An individual's sleep history can be looked at to help identify

patterns ofproblems.

SLEEPPROBLEMS OF CHILDRENWITH DISABILITIES

Though much has been published about the sleep and sleep problems ofadults and children, there's little informa-

tion about sleep-related issues ofchildren who are visually impaired or deafblind. A review of several studies, how-

ever, indicates that children with disabilities are more likely than those without disabilities to have sleep problems.

Our environment provides many cues that help us wake up, stay awake during the day and go to sleep at night. The

communication difficulties often experienced by a child with multiple disabilities make understanding and appropriately

responding to these cues more challenging. Other factors can also effect sleep. For example, the medication a child is

taking may cause daytime drowsiness. A child with high or low muscle tone might be unable to independently change

positions in bed, which is important for a good night's sleep. Some children with profound disabilities have difficulty

intentionally regulating their levels ofwakefulness and move through sleep, drowsiness, alertness and agitation, inde-

pendent ofenvironmental cues. Individuals who are totally blind experience a high incidence ofsleep phase disorder

(where days and nights are gradually reversed), in part because they don't receive the light cues that influence their

circadian rhythms.

Some ofthe sleep concerns often identified by parents ofchildren with deafblindness include night wakings, re-

versed schedules (sleeping in the day), whether or not to use medication, irregular and fragmented sleep, difficulty

falling asleep, short durations ofsleep, night wandering, extensive screaming or crying at night, and sleeping with parents.

Children may never outgrow their sleep problems, but many situations can be improved with intervention. It's

important to see a sleep problem as symptomatic of one or more other problems, then identify and address those

problems. Often there are no easy answers, but regular contact between the parents and professionals trying to

resolve a persistent sleep disturbance helps everyone on the team stay energetic and optimistic. An outside consultant

can contribute objectivity and perspective to a team's overall game plan. In some cases, this may be all that's needed

to solve a child's sleep problem. When seeking assistance from the medical profession, it's difficult to find a person

with both an understanding of sleep disorders and experience helping children who have multiple disabilities. A
knowledgeable professional, with the interest and willingness to work as part ofa team, can be a valuable resource.

TheAmericanAcademy ofSleep Medicine has information about sleep disorder clinics in Texas, and can be contacted at:
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American Academy ofSleep Medicine

6301 BandelRd., Suite 101

Rochester, MN 55901

Phone: (507)287-6006

Website: <www.AASMnet.org>

EXPLORING SLEEPBEHAVIORS
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"Sleep is Boy"

by

Wendy Haynes

1975
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Sleep disorders are behaviors, triggered and maintained for specific reasons. After the possible causes for a

behavior have been identified, intervention strategies can be designed.

Sleep Hygiene

As mentioned earlier, sleep patterns are influenced by external conditions and events. Setting up and maintaining

good "sleep hygiene" is the first step in addressing a child's sleep problem. Factors that will improve sleep include

good health, exercise, a meaningful and consistent daily schedule, a balanced diet and appropriate amounts offood, a

bedtime environment that encourages sleep, and a pleasant, relaxing sequence ofactivities in the hour before bedtime.
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Collecting Information

In addition to establishing conditions that make sleep more likely, it's helpful to systematically collect information

about a child's sleep behaviors. Doing this will help indicate tendencies and patterns that might not be seen ifmemory

alone is relied upon. Clearer understanding ofa sleep problem's causes will make successful intervention more likely.

Since improvement and change can be slow, documentation also charts progress. In addition, this information will

highlight the severity ofa child's sleep problem. Achild who is routinely awake at night, and sleeping during significant

portions ofmost school days, is not learning very much. An intervention strategy coordinated between school and

home will improve the quality ofthis student's education. A"Daily Sleep Diary," completed over a period oftime, can

help provide a picture ofcurrent and changing sleep behaviors.

u

I

Name:

Planned Bedtime:

Daily Sleep Diary

Date:

Actual Bedtime:

cooperated resisted strongly resisted

Cooperation going to bed:

Cooperation staying in bed:

Night wakings: begin end total time

#1

#2

#3

#4

#5

#6

Total time ofall night wakings:

End of sleep - Wake-up time:

Total amount ofnight sleep (minus night wakings):

Child's mood upon final awakening:

Naps: begin end total time

#1

#2

#3

#4

#5

#6

Total time slept (naps and night sleep):

Comments and observations:
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Children generally sleep less as they become older, but each child's sleep requirements are unique. Knowing the

total amount oftime that your child sleeps in a day will have implications for intervention. For example, because naps

taken during the day count toward the total number ofsleep hours, eliminating daytime naps may help some children

sleep better at night. Or, moving naps from 4:00 p.m. to 2:00 p.m. might improve sleep onset at bedtime.

The time a child is awakened is one variable that can be externally controlled and followed consistently. A routine

weekday wake up time that changes over the weekend may make adjustment to Monday mornings more difficult.

A child's mood upon final awakening in the morning will be one measure ofthe previous night's quality ofsleep.

Interpreting Information

Now that sleep information has been collected, the "ABC Record ofSleep Problems" can help pinpoint possible

reasons for the problem behavior or behaviors. In some cases, an event occuring prior to a sleep problem could be

causing the problem sleep behavior. Changing one or more preceding events may make the behavior less likely to

occur. A child who roughhouses with siblings before going to bed (antecedent), then remains awake for several hours

(behavior), might fall asleep more easily ifactivities before bedtime are less energetic. In other situations, reinforcing

consequences may motivate a child to repeat a behavior. A child who is given a snack (consequence) after getting out

ofbed (behavior) might learn to get out ofbed more frequently. Behaviors won't appear as often when their conse-

quences are less rewarding, especially ifeffective, more appropriate alternative behaviors are taught.

ABC Record of Sleep Problems

Name: Date:

Antecedents Behavior Consequences Reason

Describe what happened

before the behavior

occurred (what, who,

where and when).

Describe the behavior

(include how it began, as

well as its intensity, how

long it lasted and how

many times it occurred).

Describe what happened

after the behavior

occurred (any change

in the environment or

reactions from people).

Why did my child behave

in this way? What did the

behavior accomplish?

0.
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INTERVENTIONTECHNIQUES

Sleep problems have traditionally been addressed differently by the medical and behavioral communities. Recently

though, these approaches have become more consolidated.

Behavioral Intervention

Information collected in the "Daily Sleep Diary" and "ABC Record ofSleep Problems," will help the team identify

patterns ofproblems and possible interventions. Any program that's implemented must be individualized for each

child's needs and circumstances. Several intervention plans are described below. Each has a different goal and

procedure for addressing a particular sleep problem. A mix and match approach might be helpful. When teaching a

child new behaviors, the positive attitude ofparents, teachers and other team members is crucial for success. An
intervention plan should be implemented at a pace that's comfortable for all participants.

/. Positive Bedtime Routine

Problem: Bedtime resistance

Goal: To teach a child bedtime cooperation

Procedure:

1. Determine child's natural bedtime

2. Develop a 20 minute fixed sequence ofenjoyable, calming pre-bed activities (warm bath, lotion rub, story

time in a rocking chair, etc.)

3. Begin the sequence 20 minutes before child's natural bedtime

4. Follow the sequence and praise child for completing each activity, including going to bed

Things to consider: Pre-bedtime routines will prepare a child physiologically and behaviorally for bed. Calming

activities can be identified and learned at school, then practiced at home during the bedtime sequence and at other

times.

2. Graduated Extinction

Problem: Bedtime resistance and night wakings

Goal: To gradually withdraw the consequences maintaining a problem behavior and help a child accept change

calmly through "progressive learning."

Procedure:

1

.

Implement good sleep hygiene practices

2. Determine when child should go to bed

3

.

Put child to bed; iftantrums persist after 1 to 2 minutes, provide neutral reassurance; repeat as often as necessary

4. Over time, ignore tantrums for increasingly longer intervals, up to a maximum of20 minutes

5. Respond consistently within each episode

Things to consider: A calm child will return to sleep more easily than one who becomes upset.

3. Extinction

Problem: Bedtime resistance and night wakings
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Goal: To totally withdraw the consequences that maintain a problem behavior through "planned ignoring"

Procedure:

1

.

Implement good sleep hygiene practices

2. Determine when child should go to bed

3. Put child to bed and ignore tantrums

4. Ifchild gets out ofbed, direct child to return with minimal attention or interaction

5. Respond consistently in every episode

Things to consider: Extinction may work with some children, especially those who are younger, nonambulatory,

and/or not "fighters." Other children might continue struggling, then become physiologically agitated and difficult to

calm.

4. ScheduledAwakening

Problem: Night arousals and night wakings

Goal: To retrain a child who regularly wakes up spontaneously to awaken under new conditions

Procedure:

1

.

Determine time(s) child routinely wakes up

2. Awaken child 1 5 to 30 minutes earlier

3. Follow a routine procedure with awakened child (hold, console, change diaper, etc.)

4. Return sleepy child to bed

Things to consider: A child who associates waking up with reinforcing consequences (parents come, play, snack,

etc.) is conditioned to be awakened by parents. After the initial retraining, time intervals between awakenings are

gradually increased.

5. Bedtime Fading

Problem: Bedtime resistance and night arousals

Goal: To shift a child's natural bedtime to a more acceptable time and reduce night arousals

Procedure:

1

.

Eliminate all daytime sleep (sleep restriction)

2. Determine child's natural bedtime within 1 5 minutes

3. Follow positive bedtime routine sequence. Begin the sequence 20 minutes before child's natural bedtime

4. Ifchild falls asleep within 1 5 minutes, begin the sequence 1 5 to 30 minutes earlier the following night

5. Ifchild does not fall asleep within 1 5 minutes, begin the sequence 1 5 to 30 minutes later the following night,

then return to step 4 when child begins sleeping

Things to consider: External circumstances and habits can help build associations about going to sleep. It's impor-

tant to continue increasing the percentage ofsuccessful bedtime experiences.
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Whatever intervention strategy is attempted, it's important to negotiate a level ofcooperation acceptable to both

child and adult, then slowly increase expectations. Mutual support between adults is also essential for maintaining

perspective, confidence and calm.

Medication and Chemical Intervention

Ifall other attempts at finding a solution through behavioral intervention have been unsuccessful, the use ofmedica-

tion may be appropriate as a final resort. Medication alone is oflimited benefit. It might be a short term solution that

provides temporary or intermittent relieffrom insomnia, ormay be used in combination with a more permanent behav-

ioral retraining approach that changes a persistent pattern. When administered over a long period oftime, medication

can sometimes actually be counterproductive to sleep. It may cause "rebound" insomnia, impede or impair the quality

ofa person's sleep, and/or produce adverse side effects. Tolerance to medication might also develop, making in-

creased dosages necessary for achieving desired results. Before experimenting with medications or nutritional approaches

such as vitamins and herbal remedies, consult with a neurologist, psychiatrist, or physician familiar with sleep disorders.

CONCLUSION

While learning to get a good night's sleep may be a slow, labor intensive process for you and your child, the results

will be well worth the effort. Good luck, good night and sweet dreams!

REFERENCES

Adams, L. A. & Rickert, V. I. ( 1 989) Reducing bedtime tantrums: comparison between positive routines and

graduated extinction. Pediatrics, 84, 756-761.

Durand, V. M. & Mindell, J. A. (1990) Behavioral treatment ofmultiple childhood sleep disorders. Behavior

Modification, 14, 37-49.

Ferber, R. ( 1 985) Solve Your Child's Sleep Problems. New York: Simon and Schuster.

Finnie, N. R. ( 1 975) Handlingthe Young CerebralPalsiedChildatHome. 2nd Edition. New York: E. P. Dutton.

Nakagawa, H. Sack, R. L. & Lewy, A. J. (1992) Sleep propensity free-runs with the temperature, melatonin, and

Cortisol rhythms in a totally blind person. Sleep, 15(4), 330-336.

Palm, L., Blennow, G. & Wetteberg, L. ( 1 99 1 ) Correction ofnon-24-hour sleep/wake cycle by melatonin in blind

retarded boy. Annals ofNeurology, 29(3), 336-339.

Piazza, C. C. & Fisher, W. ( 1 991 ) A faded bedtime response cost protocol for treatment ofmultiple sleep prob-

lems in children. JournalofBehavioralAnalysis, 24, 129-140.

Rickert, V. I. & Johnson, M. C. ( 1 988) Reducing nocturnal awakening and crying episodes in infants and young

children: A comparison between scheduled awakenings and systematic ignoring. Pediatrics, 8 1 , 203-2 12.

Stores, G. (1992) Annotation: sleep studies in children with a mental handicap. JournalofPsychology and
Psychiatry, 33,1303-1317.

Tzischinsky, O., Skene, D., Epstein, R. & Lavie, P. (1991) Circadian rhythms in 6-sulphatoxymelatonin and noc-

turnal sleep in blind children. ChronobiologyInternational, 8(3), 1 68- 1 75.

14



A "Cheat Sheet" for

New Teachers ofthe Visually ImpairedWorking with Infants

By Nancy Toelle, Coordinator, Quality Programs for Students with Visual Impairments

and Ann Rash, Teacher Trainer, TSBVI, VI Outreach

One ofthe factors that makes working with students with visual impairments an interesting undertaking is the range

With the help ofthe animal trainer, ofages we serve in Texas. Teacher ofthe Visually Impaired's (TVI) work with

visually impaired students from birth to age 22. Each age has its own considerations, rewards, and concerns. This

article will outline a beginning approach to providing services for infants.

The first step in providing educational services for any student is determining eligibility. Eligibility criteria differ for

infants. They are eligible based on the existence ofa documented eye condition and suspicion offuture VI needs rather

than on current demonstrated needs. Eligibility is decided by the Individualized Family Service Plan (IFSP) team

based on assessments and the wishes ofthe family. IFSP= Individualized Family Service Plan and is equivalent to the

IEP, but differs radically in content. Ifan infant is eligible for vision services, be sure to go through the typical enrollment

procedure for your district. It is important for your district's funding that they are included in PEIMS and are on the

TEAAnnual Registration ofStudents who are Visually Impaired.

The TVPs role in determining eligibility

• Receive the screening for visual impairment and current eye exam report from ECI.

• Perform the FVE and LMA (Functional Vision Exam and Learning Media Assessment), address the need for

anO&M evaluation, functional blindness, a low vision evaluation, assistive technology and devices, other

services, and identify appropriate learning media.

• Assist with developmental assessment and share with the ECI assessment staffinformation about the impact

blindness/low vision has on normal development.

• Ensure that screening for deafness is performed by ECI staff.

• Ensure that a Texas Commission for the Blind children's caseworker is involved with the family.

• Maintain an eligibility folder in the district.

Working in coordination with ECI agencies, TVIs participate in the referral process, and are part ofthe IFSP team.

We work within their system as an adjunct to their services.

How the role ofthe TVI working with infants differ from the role with students aged 3-22

• Time considerations: The calendar for this process moves very quickly. Service cannot be interrupted for

more than 2 weeks at a time during the course ofa calendar year, unless parent requests it.

• Year-round service: service continues at the same frequency decided upon at the annual IFSP meeting

through the summer months unless a change is requested by parents.

• Documentation: Service must be documented according to ECI requirements, with copies provided to ECI

and the parent.

• Transition: The process for transitioning to post ECI programming goes according to a fixed schedule and

sequence and starts 90 days before the child's third birthday. The child may or may not transition to a PPCD
program (Preschool Program for Children with Disabilities - a public school program). The program that's

selected should best meet the child's needs.
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The TVI's role in developing an IFSP

• The TVI helps analyze and share the results ofthe child's FVE and LMA with ECI staff.

• It's important to provide ECI staffwith information on early intervention related to vision.

• The TVI must attend all IFSP meetings.

• In an IFSP meeting, parents select and prioritize what they want for their child. The IFSP is not based solely

on assessed educational needs.

The TVI's role in providing services to family and infant

Bring in information and resources related to the child's visual impairment, act as part ofthe instructional team

to implement IFSP, enable parents and other caregivers to follow through with child by "role releasing."

Observe child with caregivers to see what's currently being done.

Stress from the beginning that change/learning occurs in direct relation to the frequency ofthe infant's instruc-

tion/opportunity to learn and use new information and skills.

Share with the team members the relationship between concept development and opportunities to move and

actively interact with the environment and community.

Work as a team with ECI staffserving the student, including the occupational therapist, physical therapist,

speech therapist, instructional staffand case manager. Provide them with your expertise and learn from theirs.

Coordinating team time can be difficult, but working together will promote a holistic approach to the child's

needs. This should include anything from feeding issues to problems with sleep habits and growth.

Research the child's eye condition if it is unfamiliar, so you can inform the team ofcurrent or future educa-

tional or medical implications.

As needed, attend eye medical appointments and/or low vision clinical visits to learn more and help parents

understand their child's eye condition.

Resources helpful to TVls

• INSITE Developmental Checklist Instructional Manual: This checklist assesses all areas ofdevelopment. It

contains illustrations based on normal development with adaptations for children with sensory impairments

and multiple disabilities. The checklist can be used by teachers and caregivers to develop appropriate goals

and activities for the parent. Call Hope, Inc. at (435) 245-2888 or check their website at

<www.hopepubl.com>.

• Blind Children's Center Publications: These educational booklets are written for teachers and parents. They

cover topics on nurturing, feeding, movement, etc. Call them at (800) 222-3566 or check their website at

<www.blindcntr.org/bcc/pubs.htm>.

• Visit the TSBVI website, <www.tsbvi.edu>, and conduct searches for topics you need. From there, you can

access links that contain pertinent, infant-specific information. You may also want to search the archives of

the iK5/Zffi^?Newsletter for topics such as potty training, communication, Little Rooms, and concept

development.
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Tips from old teachers to new ones

• Hold and play with the baby so the two ofyou can bond. Make your time with the child pleasurable. You

will be a more effective service provider and might give parents some useful ideas about bonding with their

baby.

• Stress that you are providing parent-infant training as a team: the parents with expert knowledge oftheir

child and you with expert knowledge ofvisual impairments.

• Shoot for the stars with every infant; maintain an "anything is possible" attitude.

• Visit the child often enough to make a difference.

• Ifthe child is not responding as much as you would like, become a detective and search out possible reasons

(time ofday you visit, previous therapies that day, seizure activity, medications, etc.).

• Be reliable about appointments and encourage your parents to do the same.

• Assist parents in developing self-advocacy skills by providing resource information to them.

• Play an active role in the child's transition to public school. Coach parents about the ARD/1EP process.

Ifthis is the first infant you've become involved with, seek assistance from a mentor teacher. Ifone is not available,

keep in mind that every TVI has a long list of firsts in his or her career: first braille student, first student with severe

multiple disabilities, first gifted low vision student, first adaptive technology user,AND first infant. You will feel inad-

equate, but competency will develop over time. One ofthe hallmarks ofsuccessful TVIs is that we seek out resources,

conduct research to find answers to pressing questions, and feel comfortable taking responsibility forjumping in and

doing things we've never done before. The determination to willingly accept that responsibility is critical to developing

the array of skills needed by a typical itinerant TVI.

3
8

Q&A with Marty
By Marty Murrell, VI Program Administrator, Texas Education Agency

Editor's note: Marty recently receivedsome e-mailed questions about issues related to vision sendeesfor

young children. Here are the questions andher responses.

For children from birth through 2 years of age, who should make the referral for an orientation and

mobility (O&M) evaluation? Can it come directly from one team member or should the referral be an IFSP

team decision? What if the services are provided by the education service center?

Services to a child with a disability (birth-2) are provided as a result of a decision by the child's IFSP team.

Assessment is considered a service and therefore the IFSP team should determine the need for the assessment.

Ifthe parent, the vision teacher, or anyone else on the team suspects there is a need for an O&M evaluation, then

that should be discussed in an IFSP meeting. The team determines ifthere is, in fact, a need, who will do it, when it

needs to occur, etc. If the IFSP team agrees that there is a need, then the ECI program provides the notice to the

parents and obtains the parent's consent according to IDEA-Part C requirements. Once the consent is obtained, ECI

will follow the previously arranged logistical procedures to provide to the district the appropriate paperwork, including

such things as copies ofthe notice and consent.
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According to the ECI/TEA MOU, the district is responsible for providing orientation and mobility services, which

include evaluation. Ifthe district relies onO&M evaluation and instruction provided by an education service center

(ESC), the district should forward appropriate referral information to the ESC, according to procedures set forth by

the ESC.

Sometimes physicians are hesitant to estimate visual acuities for very young children. How should this

be documented on the Texas Eye Examination Report?

For most infants, an eye doctor should be able to get a general idea ofacuity from direct ophthalmoscopy. Reluc-

tance to give an estimate may be a result ofnot knowing specifically how the information will be used. Sometimes this

can be addressed by providing technical assistance to the doctor. Ifthe doctor indicates that he/she was unable to test

and does not give any estimation ofvisual abilities, then there may be a need for an evaluation by a doctor with more

experience and skill with similar children.

Ifthe doctor has had little experience with young children, especially those who are very difficult to assess, there are

two excellent videos by Deborah Chen, Ph.D. and Deborah Orel-Bixler, Ph.D., O.D., that can be shared with the

doctor to demonstrate effective diagnostic techniques to use with babies. The titles are "Vision Tests for Infants" and

"What can Baby See? Vision Tests and Interventions for Infants with Multiple Disabilities." These may be purchased

from the American Foundation for the Blind ormay be available on loan from your regional education service center or

theTSBVI.

When referring children to the eye doctor, parents should be directed to doctors with the expertise to provide the

information that is needed to make decisions about the needs ofthe child.

Sometimes it takes several weeks or even longer to obtain the eye report from the eye doctor. How
should we document this? Do you have any suggestions?

For students 3 years or older who need eye reports as part oftheir special education evaluation, the district can use

such things as logs or contact reports to document attempts to get copies ofthe reports. However, this documentation

does not eliminate the district's responsibility to adhere to the required timelines.

Since the cost ofthe eye doctor evaluation and report is a district responsibility, the district does have the option of

choosing who will provide the evaluation and report. Ifa specific doctor does not respond to reasonable timelines,

does not provide the information the district needs, and does not respond to efforts by the district to explain the critical

need for timely and quality information, the district should identify doctors who will do these things, and refer students

to them. The district may establish a contract with a specific doctor in order to meet its responsibilities under IDEA.

For children under 3 years, obtaining the eye doctor evaluation and report is the responsibility ofthe ECI program.

Timely eye reports may be an issue that can be addressed effectively through the Regional Plan for Students with

Visual Impairments, since the planning group includes the agencies for which this is typically a problem (ECI, TCB, and

districts.).

Some strategies that have been suggested by others include visiting with the doctors to share information; inviting

doctors to a luncheon meeting; developing informational brochures/packets for the doctors; developing a cover letter

to accompany the eye report form explaining the critical need for timely and complete information.
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Almost 100 MotorActivities for Infants and Toddlers

By Olga Uriegas, VI and O&M Specialist, Region 1 1 Education Service Center

Editor's note: This articlefirst appearedin the Fall1996issue ofSEE/HEAR, almostfiveyears ago, but we

thought it was worth reprintingfor our readers who may nothave receivedSEE/HEAR back then. Olga s ideas

are pretty easy to implement. However, you may want to consult with your child's Orientation & Mobility

Specialist about where to begin, givenyour child's current skills. She/He may also be able to demonstrate the

best ways to support the baby's body asyou help him/her with specific movements.

Initial orientation and mobility lessons should be with and for the parents ofchildren with visual impairments. Here

are some things you can do, Mom and Dad, with your infant or toddler.

Mom and Dad hold baby close to your body, let him/her hear your heart beat, smell your scent, bond with

you, etc.

Say the baby's name as you touch him/her.

Mom and Dad, talk to your baby while you actively move the baby's body

Mom call baby's name while Dad assists baby to turn from back to side.

Rattle toy and assist baby to turn from back to side to touch the noisy toy.

Dad orMom assist baby to turn from back to left side and back to right side while in the crib, on the bed,

or on the floor.

Mom or Dad assist baby to turn from stomach to right side or stomach to left side while in the crib, on the

bed, or on the floor.

Mom or Dad assist baby to turn from stomach to back, from back to stomach.

Mom or Dad assist baby to turn from back to front using a blanket.

Say the baby's name as you touch him/her, talk to the baby, tell him/her what you are doing.

Lie the baby on his/her back and gently massage baby lotion on the baby's arms. (Talk to baby and tell him

or her "This is your arm.")

Gently bring the baby's hands together and massage baby lotion on those little hands.

Lie baby on his/her back and gently massage baby lotion on his /her legs. (Talk to the baby and say, "This is

your right leg.")

Lie baby on his/her back and gently massage baby lotion on the baby's tummy. (Talk to baby and tell him/

her "This is yourtummy")

Perform body massage while offering consistent body part labeling, rhythm (sing! ) and language.

Lie baby on his/her stomach on top ofDad's stomach, baby should be facing Dad's chest/neck area (Dad,

talk to the baby).

Lie the baby on his/her stomach on your knees and rock calmly and slowly while talking or singing a lullaby.

Lie baby on his stomach, in your lap and gently rock him/her while singing, stop rocking when you pause in

your singing.

Enjoy your baby!
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Carry baby in front baby pack, let body awareness and bonding take place.

Lie baby on his/her stomach on favorite blanket and give the baby a ride across the bed. .

,

Lie baby on his/her stomach on a favorite blanket and give the baby a ride across the carpet or the wooden

floor or the grassy backyard.

Mom or Dad help baby to turn in the crib or the bed from stomach to back.

Dad and Mom assist the baby to turn to noisemaking toy that you are holding. Gently guide baby's hand

toward the sound ofthe toy. Assist the baby with grasping a toy. Allow him/her plenty oftime to explore

the toy. Vary toys, but at first explore one or two toys which the baby prefers.

Gently guide baby's hand toward the crib slats. Then guide the hand to grasp and shake (attach noise

makers to the top ofthe slats).

Assist baby to reach for a noisy mobile suspended from the crib.

Combat crawl (with stomach contact) in the crib, on the carpet, on the linoleum floor. Combat crawl in

cross pattern (with stomach contact) on the wooden floor.

Straddle baby and assist him/her to creep across the surface moving arms, then moving arms and legs.

Straddle baby to assist him/her to creep across surface at least 5 feet in a cross pattern.

Assist baby to maintain sitting position for at least one minute.

Have the baby sit with the sofa as a support. Place a small beach ball (with rice inside) in your baby's lap.

Sit baby in the infant seat and explore a favorite toy.

Sit baby in the infant seat placed on the grocery cart, while Mom brings items to touch, smell, and feel

before she places them in the cart.

Sit in a warm sandbox with pillow as support.

Sit in warm sudsy water in the bathtub withMom as support.

Sit the baby in his/her high chair and explore a favorite toy.

Mom or Dad sit behind baby and with your hands move baby's hands to play patty cake.

Place baby on his/her tummy, assist baby to push up on hands.

Roll a beach ball from Mom to baby, from Dad to baby, etc.

Guide baby by the forearm (rather than a hand) to reach noisy toy.

Assist baby to pull selfto standing positions using support.

Assist baby to stand and maintain his/her position with support.

Dad, stand baby on your lap, support baby at trunk and waist.

Allow baby to assume standing position without support.

Assist baby in grasping a toy by lightly guiding the arm from the shoulders.

Mom and Dad support baby to make walking movements.

Let the baby walk with the support ofthe sofa, table or bed.

Walk the baby without support from objects.
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Walk without support ofobjects with his/her arms outstretched with a wide base at the feet.

Walk with weight evenly distributed, toes pointed in the direction he/she is headed.

Walk from Mom to Dad with arms swinging at his/her side.

Mom and Dad give baby the opportunity to walk on even and uneven surfaces . . . sloping hills, driveways, etc.

Ascend steps on all fours by creeping or scooting.

Make stair ascending movements with support from Mom or Dad.

Ascend steps alternating forward foot (one foot per step).

Descend back door steps on buttocks by scooting.

Make stair descending movements with support.

Descend front door steps one at a time ( both feet on each step) then progress to using alternating forward

foot (one foot per step).

Locate the top step.

Descend 5 step stairs.

Stop at the front/back door stair landing.

Make running movements, while holding his/her hand.

Run together, hand-in-hand.

3

Kate's Corner - continued from page 1

level ofcalendar usage. It also provides information about how a calendar can serve as a tool not only for scheduling,

but more importantly for building receptive and expressive language and conversational skills. I am very excited about

this book. I think parents will find it easy to understand and quite helpful in getting a calendar system going with their

child.

Another event the gang here in Outreach is looking forward to is having Holly Cooper, our new Technology

Specialist, join us in August. Holly has been an itinerant teacher ofthe visually impaired in Lewisville ISD and Dallas

ISD, a classroom teacher of children with multiple disabilities in Ft. Worth, and has had experience with deafand

deafblind students as a teacher aide and interpreter in Mesquite and as a graduate assistant at Callier Center for

Communication Disorders in Dallas. Holly has long had an interest in assistive technology and augmentative commu-

nication systems. She also served on the assistive technology team in Lewisville ISD. We are glad to have Hollyjoin

us and know that you will be glad to see her out and about in Texas this next school year.

Sharon Nichols, our other Technology Specialist, is thrilled to have a technology partner with Outreach next year.

She is looking forward to working with Holly and having her support in meeting the technology needs ofthe staffand

students in the local ISDs.

Please take time to complete the annual SEE/HEAR and Outreach survey included in this edition ofSEE/HEAR.

Your feedback on the newsletter and other Outreach activities is very important to us as we plan for the coming year.

We really do read every one ofthem and many ofthe changes made to SEE/HEAR have come from the feedback you

sent to us. We also utilize this information in planning new workshops and other training activities. So, before you sit

down to read SEE/HEAR, please take a few minutes and fill out the survey.
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Reading for Everyone: Expanding Literacy Options

By Cyral Miller, TSBVI, Director of Outreach

and Ann Rash, Teacher Trainer, TSBVI, VI Outreach

Instruction in the use of alphabetic braille has become a hot topic across the state and nation. Also known as

uncontracted or Grade 1 Braille, the term refers to a braille code made up ofthe letters ofthe alphabet, punctuation

symbols and the number sign. It has 1 80 rules. In contrast, contracted or Grade 2 Braille consists ofthe alphabet plus

1 89 one cell and two cell contractions representing various combinations ofletters. Contracted braille, with 450 rules,

is a more complex system of letters plus whole word and part word contractions. Grade 2 Braille is regarded as the

standard form ofliteracy for blind individuals. It is endorsed for its space-saving properties and for increased reading

speeds achieved by accomplished readers. Since the 1 950s most published materials from the American Printing

House for the Blind and other braille producing organizations have been produced in Grade 2 Braille, and most

instruction provided to braille reading students in both local and specialized schools has been in the contracted form.

The VI Outreach Team at the TSBVI became interested in alphabetic braille as a way to increase literacy options

for students with visual impairments. There is a national search for strategies to help more blind and visually impaired

students develop competence in reading and a sense that many students who could and should be readers are not

mastering braille. During on-site visits to schools and in conversations with teachers ofthe visually impaired (TVI's),

we have encountered students who struggle for reading competency despite adequate levels of specialized services.

Other students are not offered braille instruction because additional disabilities are thought to limit their ability to read

braille contractions. We became familiar with One is Fun: GuidelinesforBetter Braille Literacy, by Marjorie

Troughton, written in 1992. In that Canadian publication (available to download from the TSBVI website at

<www.tsbvi.edu>), Ms. Troughton reviewed research on approaches to teaching braille literacy, comparing instruction

in contracted and uncontracted braille. She put forth compelling arguments to reconsider the current practice of

introducing braille with Grade 2 contractions. We invited Dr. Linda Mamer from British Columbia, Canada to present

One isFun materials at the Texas Focus conference in El Paso. She reinforced the idea that introducing braille with

uncontracted systems may offer greater literacy opportunities for many ofour students.

To further explore this issue, we surveyed selected professionals with expertise in braille literacy and looked for

written documents. There were four questions on our survey:

1

.

Have you had experience teaching or observing the instruction ofuncontracted braille?

2. What students, in your opinion, might be good candidates for short-term instruction in uncontracted braille

(to be followed by instruction in contracted braille)? Why? Let us know how you define short-term.

3. What students, in your opinion, would be good candidates for long-term instruction in uncontracted braille

(and won't switch over)? Why?

4. Please share with us your knowledge ofresearch relevant to practitioners making decisions on which type of

braille instruction is appropriate for specific students.

We received responses from 1 6 individuals, including Tanni Anthony, Dr. Anne Com, Francis Mary D'Andrea, Dr.

Cay Holbrook, Dr. Alan Koenig, Dr. Linda Mamer, Dr. Sally Mangold, Dr. Dixie Mercer, Debra Sewell, Anna
Swenson, Nancy Toelle, and 5 TVIs from California and Colorado. All 1 6 respondents had experience teaching or

observing instruction in uncontracted braille, thus confirming widespread use ofthis technique. We have included many
oftheir survey comments below along with what we have learned from reading and discussions. In a presentation on

this issue at the 2001 TexasAER conference, many participants acknowledged using this method with students. We
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were interested to find that several admitted to feeling guilty at trying alphabetic braille, because they had been taught

that realbvmWo, is Grade 2 (contracted) Braille.

There are a variety ofstudents for whom the short-term teaching ofalphabetic braille should be considered. Most

survey respondents suggested that beginning readers and adventitiously blinded students in particular would benefit

from learning braille introduced in uncontracted form.

Beginning readers in early elementary classrooms typically are taught with phonics-based instruction. In Texas, the

Texas Reading Initiative, a research-based program developed in 1 997 and implemented statewide, relies heavily on

phonics for early instruction. Jennifer Dorwin, a home counselor with The Blind Babies Foundation in California noted,

"Many young sighted readers use the method ofphonics to decipher words and learn how to read. I think it is only fair

that we do not deprive our braille readers of the same processes." Other survey responses also highlighted the

correspondence between alphabetic braille and regular print. For example, Debra Sewell said, "Students in a general

education classroom using a skills-based phonetic approach to reading" would be good candidates for beginning with

alphabetic braille. Alphabetic braille is a direct parallel to print, with letter-by-letter reading and writing, so phonetic

mles are the same forboth. In Grade 2 Braille, contractions frequently combine syllables and groups ofletters into one sign.

Nancy Toelle shared an experience ofteaching Grade 1 Braille to a kindergarten student, who learned to read and

write at the same rate and using the same methods as her peers. In addition to direct instruction by her TVI, all other

classroom activities throughout the day incorporating the language arts were performed alongside her classmates using

the same materials in Grade 1 Braille.

3

Students who lost their vision in later years and needed to switch from print to braille were also seen as good

candidates for learning alphabetic braille, at least initially. "Most adults who have read print need to experience

successful reading in braille as quickly as possible in order to maintain the motivation to learn. Uncontracted braille

allows them to read adult literature soon after learning the alphabet," wrote Sally Mangold in her response to our

survey. As Harley noted, "A most important factor in the braille reading program for the late newly blinded is the

provision for success in reading since newly blinded persons are generally insecure and are very sensitive to failure."

(Harley etal, 1987)

Many survey responses also indicated that alphabetic braille is a good choice for a population ofstudents who were

described variously as having additional disabilities, learning disabilities, lower cognitive abilities, or as learning at a

functional academic level. Carson Nolan concluded in 1 974 that comprehension and reading speeds with contracted

words were more difficult for students noted as "slow learners." (Lowenfeld, 1 969) Based on studies conducted with

contracted braille, "the evidence ofthe study strongly suggests that for students whose IQ is below 85, braille is an

extremely inefficient medium ofcommunication and the necessity ofmastering it may constitute an additional education

handicap." (Nolan& Kederis, 1 969) The assumption seems to have been that because the complexity ofcontractions

makes Grade 2 Braille hard to read, instruction in braille for students with additional disabilities should be limited. In

One isFun, Ms. Troughton stated that by removing most contractions and simplifying the necessary rules, these

populations became more adept at reading and more successful in braille literacy.

Frances Mary D'Andrea described a student who had a brain tumor removed. "Prior to my trying uncontracted

braille with her, she had been unsuccessful in learning to read, although she had memorized the alphabet. She had very

good auditory and phonological skills. By the end ofthe school year, she was reading a number of little books that I

had made up for her. She moved away at the end ofthat year, and called me the next year to tell me that she was now
reading Grade 2 Braille books."

In Instructional'Strategiesfor BrailleLiteracy'we found an example ofa young student, Tony, who was having

difficulties learning to read braille. His TVI had taught him the alphabet using the Mangold program . She used the
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Patterns series, but he had problems remembering the vocabulary words from one day to the next and even from one

hour to the next. The teacher tried numerous other strategies and then decided to consult with the teacher ofstudents

with learning disabilities (LD) in Tony's school.

The recommendation from the LD teacher was to use a linguistic approach. He guided the TVI teacher in using

word families, such as the 'at' family (fat, cat, sat, and mat), to create stories that Tony could read. The TVI also

created games and used other strategies that had been tried before, but this time with Grade 1 and the new reading

strategies. Tony's selfesteem improved and his reading level increased. He later became a Grade 2 reader and was

on level with his peers by fourth grade. (Wormsley, 1 997)

The Outreach survey asked for other categories of students who may initially need to use uncontracted braille.

Students who are learning English as a second language were mentioned. These students rely on their knowledge ofa

written language they have already learned, and may become confused by needing to masternew symbols and writing

rules in addition to the new vocabulary. For some ofthese students, alphabetic braille was described as a gateway to

Q literacy; a successful entry point from which they could move on to fully contracted Grade 2 Braille.

Some students may learn alphabetic braille and not switch to Grade 2. Debbie McCune from Colorado noted that

this category includes students with "cognitive limitations and students who do not have a need for heavy reading."

Tanni Anthony added, "There may be students with memory challenges who would need to stay on this type ofsystem,

or kids who need continual reinforcement ofthe braille code in their environment and as such, need to have everyday

FE people around them understand the braille code." Dixie Mercer also identified students who are unmotivated to use

Q braille and whose primary literacy need is for a functional labeling system. A simple alphabetic code might be the most

P^
successful system for this type ofstudent. Frances Mary D'Andrea stated, "To me, the test would be: Is it functional?

&h Is it practical? And does it contribute to the student's sense ofaccomplishment as a reader?"

Linda Mamer and others mentioned that students who are deafblind and learning many language codes, including

finger spelling, might stay with alphabetic braille. All respondents stress ongoing assessment, keeping the possibility of

Grade 2 Braille always in mind. Sally Mangold stated, "There may be students who learn slowly and have certain

learning disabilities who may function best in uncontracted braille for years. The determination as to whether to keep

them in uncontracted braille should be made on an evaluation oftheir level ofsuccess where they are."

Many educational practitioners rely more on folk art and instinct than formal studies. Alan Koenig and Cay

Holbrook both noted that there is very limited research on the use ofuncontracted braille other than OneIsFun. In

many cases, instructional strategies may be based on what materials are available. Marjorie Troughton wrote, "When
these decisions were made (to have all books published in Grade 2 Braille) it was not possible physically or financially

to publish books in two different codes. However, with today's technology, computers, scanners and printers, it is no

longer impractical. The reasons for only one code are no longer valid. The reasons for two codes are very evident. It

is time that a larger percentage ofpossible braille users be given the opportunity to have a code that is useful to them."

(Troughton, 1992).

Anna Swenson summed up our exploration ofthis topic well by stating, "I continue to feel that there is no 'right' way

to teach braille, given the many variables involved. Teachers should select the approach that best meets the needs of

an individual child in a specific educational setting. There are certainly anecdotal success stories on both sides ofthis

debate. While further research may clarify best practice in certain situations, expanding, rather than narrowing, the

range ofoptions will enable teachers to make the best instructional decisions for their students."

Overall when we looked at texts commonly used by vision professionals, the international work on developing a

Unified English Braille Code, the Texas Reading Initiative, survey responses and dialogue with teachers ofthe visually

impaired, several questions kept surfacing:
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/. What are the most important skillsyoung braille readers need to acquire reading in the braille medium?

The Texas Reading Initiative has shown that young readers must make a connection between sounds and individual

letters. They need to associate and manipulate sounds to form words. They need to write about their experiences and

be able to read back that information. Reading consists ofmany skills, including letter discrimination and use of

meaningful vocabulary. For many reasons, young braille readers often do not have adequate reading readiness skills in

the early elementary years. Research has shown that the tactual discrimination skills offirst grade blind children, and

their recognition ofcommon household objects by touch, may vary widely. (Nolan and Kederis, 1969) Early instruc-

tion must maximize successful movement from oral to written language experiences, focusing on connections between

sounds, letters and real life experiences.

2. Should we completely switchfrom contracted to uncontracted braille?

All research we reviewed, ongoing discussions with practitioners, and our survey results point to adding alphabetic

braille as an instructional strategy, rather than advocating taking away Grade 2 Braille. As in all decisions, careful

consideration and assessment should determine the child's learning media. Ifa child is successfully progressing using

contractions, clearly he/she is learning in the most appropriate medium. For most braille readers wishing to access

published literature at the highest speed, the goal will be to master all ofGrade 2 Braille. Currently, standardized tests

such as the Texas Assessment ofAcademic Skills are produced in Grade 2 Braille, as are most other normed test

materials. The alphabetic braille code can be an entry formany who, once hooked on the excitement offluent reading,

transition into more advanced literacy instruction. In some areas ofCanada and a few American districts, braille

readers move to contracted reading in upper elementary grades. Others will transition earlier or later, as appropriate

to their learning styles. Uncontracted braille offers early successes with the mechanical challenges ofbraille reading.

3. Could we increase the literacy optionsfor our students with learning disabilities?

All students are different, and no one method ofteaching reading will work for all students. It is essential to have a

variety ofapproaches to match individual student needs, especially for students with specialized learning challenges.

Several reading strategies commonly used for students with learning disabilities are not recommended for braille read-

ers because "ofthe contractions in the braille code that do not always provide for single letters." (Sacks & Silberman,

1 998) Phonics-based reading, code-emphasis instruction, and the Orton-Gillingham methods all fall into this category.

Rather than limiting the potential methodologies used to teach reading, alphabetic braille instruction for students with

visual impairments and learning disabilitiesmay expand the teacher's ability to individualize reading instruction.

3
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4. Could we increase the literacy optionsfor our students with multiple disabilities?

Sighted students who have cognitive disabilities read and write using print to theirmaximum abilities. The teachers

working with these students are motivated to continue providing reading instruction because they see the importance of

their students being able to read and write their names, write lists for shopping, read a menu, or write a short note to a

friend. Our students with visual impairments and cognitive impairments should have the same opportunity and means

to complete these functional tasks. Ifbraille is their medium, they need sufficient practice in reading and writing.

Uncontracted braille may be the strategy that allows them to acquire functional literacy. Using uncontracted braille,

they could braille a list for the grocery story, read a braille menu at McDonald's, braille phone numbers oftheir friends

and family, and read the signage in many public buildings. Uncontracted braille would also be easier for the teachers

and staffworking with the student to learn, and would allow them to give immediate feedback to the student.

Sighted students are able to use materials that pair words with pictures and symbols that help decode the print.

Students with visual impairments and additional disabilities may also benefit from tactual symbols that are paired with

uncontracted braille to support communication and literacy activities.

5. How wouldusing uncontracted braille impact the braille reader in the mainstream?

Alphabetic braille in its simplicity allows everyone in the reader's life to become a participant in the reader's literacy.
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General education staff, peers, and family can quickly learn the letter symbols and punctuation signs. Use ofalphabetic

braille in early learning allows the braille student to listen to and learn the same reading lessons as their peers in the

classroom. The rules governing spelling ofwords is the same for all students, and the materials can be more easily

checked by the general education teacher without waiting for a skilled braille reading TVI to arrive.

The certified TVI may need to explore available published resources to find alphabetic braille materials. Agencies

such as APH are beginning to research the use ofalphabetic braille and plan to produce some titles in this format in the

future. The first sixteen clusters oiBRALLLEFUNdamentals, a new TSBVI braille curriculum, teach the alphabetic

code. The textbook division of the Texas Education Agency will consider requests for Grade 1 Braille texts and

currently produces some titles that have been requested in that format. At this time, most existing publications are

available in Grade 2 Braille; however, with electronic files, all formats can be produced. It is exciting that advances in

technology for braille production have given our students more options for literacy.

I

After compiling the survey responses, examining some ofthe available resources and speaking with TVIs from

around Texas, we are convinced that the use ofalphabetic braille has potential to increase literacy options for many

students with visual impairments in Texas. Have you had experiences teaching uncontracted braille? We would love to

hear about them. Does this article spark your interest? Do you want to try this strategy with your students? We are

very interested in teaming with districts or TVIs who want to explore instruction in alphabetic braille. To be hooked up

with a member ofour VI Outreach team, you can contact Ann Rash at (5 1 2) 206-9269 or <annrash@tsbvi.edu> or

Cyral Miller at (512) 206-9224 or <cyralmiller@tsbvi.edu>.
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Early Identification ofHearing and Vision Loss

is Critical to a Child's Development
By Gigi Newton, INSITE Specialist

and Kate Moss, Family Specialist, TSBVI, Texas Deafblind Outreach

IMPORTANCE OF VISIONAND HEARING TO DEVELOPMENTAND LEARNING

Although every one ofour senses plays a role in early development, vision and hearing certainly seem to lead the

way. Much ofearly parent/child bonding has to do with the child's ability to make eye contact and sustain a gaze with

his parents, respond to their voices by gurgling and cooing, and to be comforted by the sight and sound ofthem. Much

ofthe reason an infant tries to move is because he sees or hears something that intrigues him. He learns that things and

people exist in the world primarily because he sees and hears them come and go. He visually tracks an object he

pitches to the ground or hears it hit the floor. That tells him the object still exists, even though it is not in his hands any

longer. When she cries she can hear Daddy calling to her or see Momma walk into the room. She can inspire her

parents to linger and play with her by cooing and making eye contact, the earliest form ofconversation. He learns

about size, shape, color, functions ofobjects, social interactions, and so much more just by listening and looking at the

world at work. Early development has critical links to a child having full use ofhis/her vision and hearing. When these

senses don't work perfectly or not very well, everything is impacted.

IT'S HARD TO TELLA PARENT THERE MAY BE VISIONAND HEARING ISSUES

Professionals working with infants and families may have a hard time suggesting that there is a problem with a child's

vision or hearing. This is especially true when the family is already dealing with their child's other medical or disability

issues. After all, a family can only deal with so much at one time. Because infants are much harder to test for vision and

hearing loss, many mild impairments (or sometimes even major impairments) may not be diagnosed quickly. Subject-

ing the family to another round oftesting is always a hard call.

LEARNINGABOUT HEARINGAND VISION LOSS IMMEDIATELY IS CRITICAL

<z>

8As we said earlier, much ofthe sensory information that is vital to children's development comes through the senses

ofvision and hearing. During the first three years ofa child's life major neural networks are being formed in the brain.

Much ofthis development comes from distance senses, i.e., vision and hearing, which allows us to know about things ^
and people in the world even when we are not in physical contact with them. After the first three years, development Q
ofthese neural networks becomes slower. Skills that may be gained in early intervention cannot be made as quickly

when the child is older.

O

For these and other reasons, children should be regularly checked for vision and hearing problems. We know that ^
even mild problems with these senses can have major impact on learning. A mild hearing loss in a noisy home or

daycare center can result in a child who misses critical bits ofinformation. He may miss sounds that let him develop

normal language and speech patterns. He may miss instructions his parents or babysitter gave him and appear to be

misbehaving. He may become withdrawn because he is not sure what is expected ofhim. Ifhe has a visual field loss

he may constantly be stumbling over things. This has great impact on self-concept. A child who is sensitive to light may

not enjoy or feel secure playing out ofdoors.

Every child, with or without a disability, should have regular and periodic vision and hearing checks. Ifthe child is

severely disabled, this can be even more important since their other senses may not be as useful in compensating for

what they miss visually and auditorially In fact, this is so important that schools complete vision and hearing screenings

at regular intervals throughout the remainder ofthe child's educational career. These types ofscreenings are even more

critical from birth to age three.
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PARENTS SHOULD TRUST THEIRINTUITION

Parents know more about their child than anyone else does. Often we meet parents who tell us that they knew

something was wrong with their child's vision and hearing before any ofthe doctors mentioned it. In fact, many have

been told that they shouldn't go looking for trouble or that their child would "grow out of it."

Parents should trust themselves when they feel there is something wrong with the way their baby uses his vision or

hearing. They should feel comfortable insisting that vision and hearing are tested, especially iftheir child is at high risk

for vision and hearing loss.

RED FLAGS

There are many red flags associated with vision and hearing loss. Below are the syndromes, diseases and condi-

tions, listed on the Texas Deafblind Census, that put a child at high risk for deafblindness. Children with these etiologies

should be watched closely for vision and hearing problems.

Syndromes, Diseases and Conditions

Hereditary/Chromosomal

O
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Aicardi

Alport

Alstrom

Apert

Bardet-Biedl

Batten Disease

CHARGE
Chromosome 18, Ring 18

Cockayne

Cogan

Cornelia de Lange

Cri du Chat

Crigler-Najjar

Crouzon

Dandy Walker

Down
Goldenhar

Hand-Schuller-Christian

Hallgren

Herpes-Zoster (or Hunt)

Hunter (MPS II)

Hurler (MPS I-H)

Kearns-Sayre

Klippel-Feil Sequence

Klippel-Trenaunay-Weber

Kniest Dysplasia

Leber's Congenital Amaurosis

Leigh Disease

Marfan

Marshall

Maroteaux-Lamy

Moebius

Monosomy lOp

Morquio

Norrie

NF-Neurofibromatosis

(von Recklinghausen Disease)

NF2-Bilateral Acoustic

Neurofibromatosis

Optico-Cochleo-Dentate

Degeneration

Pfieffer

Prader-Willi

Pierre-Robin

Refsum

Scheie (MPS I-S)

Smith-Lemli-Opitz

Stickler

Sturge-Weber

Treacher Collins

Trisomy 13 (Trisomy 13-15, Patau)

Trisomy 1 8 (Edwards)

Turner

Usher I

Usher II

Usher III

Vogt-Koyanagi-Harada

Waardenburg

Wildervanck

Wolf-Hirschhorn (Trisomy 4p)

Pre-Natal/Congenital

Congenital Rubella

Congenital Syphilis

Congenital Toxoplasmosis

Cytomegalovirus

Fetal Alcohol Syndrome

Hydrocephaly

Maternal Drug Use

Microcephaly

Neonatal Herpes Simplex

Post-Natal/Non-Congenital

Asphyxia

Direct Trauma to the Eye and/or Ear

Encephalitis

Infections

Meningitis

Severe Head Injury

Stroke

Tumors

Chemically Induced

Related to Prematurity

Complications ofPrematurity
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Sometimes the child's etiology is unknown or the child may have only one diagnosed sensory loss. Professionals

working with infants and young babies, as well as parents, should be aware ofthe red flags that may indicate a problem

with either vision or hearing.

Hearing Loss

At Risk Factors

Malformation ofthe ear, nose, and throat

Rubella during pregnancy

Rh incompatibility

Family history ofhearing loss

Apgar score from 0-3

Severe neonatal infections

Meningitis

Low birth weight (under 3.3 lbs.)

Hyperbilimbinemia

Ototoxic medications

Severe respiratory distress and/or prolonged mechanical ventilation (10 days or more)

Neurodegenerative disorders

Childhood infectious diseases such as mumps and measles

(Hearing, Speech and Deafness Center website, <www.hsdc.org>, June 200 1

)

BehavioralIndicators

• The child does not stop moving, does not quiet in response to speech, and/or does not arouse from light

sleep to sudden loud noises.

• At about 4-7 months, the child does not turn to sounds and voices or give an indication ofdetecting a sound

source by eyes widening or blinking, fussing or quieting, increasing or decreasing overall activity level,

changes in breathing or sucking patterns.

• There is a lack ofbabbling, cooing, grunting, or the child stops these behaviors and does not progress to speech.

• The child does not respond to familiar sounds (such as mom's and dad's voices) by cooing/gurgling when he

cannot see them.

• The child does not use speech at an age when most children are beginning to use speech (approximately 9-

12 months).

(SKI-HI Institute, 1998)

Vision Loss

At Risk Factors

• Family history ofvision loss (Retinoblastoma or Albinism)

• Malformation ofthe ear, nose, and throat

• Prematurity and low birth weight less than 3 lbs.
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• Birth trauma/head trauma

• Anoxia

• Cerebral Palsy

• Congenital viral or bacterial infections (Rubella, CMV, Syphilis, Group B Streptococcus Infection, Toxoplas-

mosis, Chicken Pox, HIV)

• Meningitis, Encephalitis, Hyperthyroidism, Microcephaly

BehavioralIndicatois

• The child does not have eyes or eyelids that look typical.

• The child does not recognize caregivers' faces or smile in response to their smiles around the age of3

months.

• He does not get excited when he sees his bottle or other familiar objects he likes.

• At 4-6 months, the child's eyes do not seem to move together when following an object or person.

• The child may turn or tilt his head in unusual positions when looking at an object.

• The child may hold an object very close to his eyes.

• The child may over-reach or under-reach for objects (accurate reaching usually occurs around 6 months).
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WHATDOYOU DO?

Ifthere is a concern about vision or hearing, your ECI program should make a referral to the appropriate medical

professional. We would like to encourage ECI personnel to work closely with their Teacher ofthe Visually Impaired,

Teacher ofthe Deafand Hearing Impaired, and/orTCB Children's Caseworkers in helping the families prepare for the

doctor visits. These professionals have much to offer to the process. They can usually share the names ofdoctors,

audiologists, and vision specialists who have more experience working with disabled children. Often they can guide the

ECI professional and parents in compiling a list ofconcerns related to the way the child uses his vision and hearing.

More importantly, they can provide parents with information about the types oftesting that may be done and how to

help prepare the child for testing. This level ofsupport can be provided before an actual vision or hearing referral has

been made.

Parents and professionals must keep a close watch on a child's progress related to vision and hearing. Hearing and

vision issues must not be ignored, especially ifthe child has other disabilities. When a problem is suspected, no time

should be lost in following up on the concern. We owe it to our children not to lose that critical window oftime between

birth and age three. When early intervention can make such majordifferences in life-long functioning, they can't afford to wait.
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Offto a Good Start

By Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

I've "stolen" the title ofthis short paper from the Blind Babies Foundation in San Francisco. I was once their

Executive Director, and I think they'll forgive me for using this title, which, I think, describes what we all want for our

infants. Using such a descriptive title leaves me with the responsibility ofproviding some content that will be helpful to

parents and teachers. This time, I want to talk directly to parents ofbabies and toddlers.

What do I want to say to parents ofblind and visually impaired infants? First of all, I want to say to you that those

ofus who have not walked in your shoes have only the slightest idea ofwhat it feels like, and what it is like, to be the

parent ofa blind child. It is, therefore, with much humbleness that I share with you the following thoughts:

• Love, cuddle, and completely enjoy your baby. He may not be what you expected and wanted, and you

may still be grieving, or be in shock, but from the moment ofbirth your baby needs your body, your warmth,

your love.

• Try to notice the wonderful attributes ofyour baby. It's easy and natural to dwell on the disability, but your

joy in parenthood will really start growing when you begin to discover the many wonderful things about her.

• Seek out professional help as soon as possible after diagnosis. Pediatricians, ophthalmologists, social work-

ers, and generalists in early childhood are all valuable allies, but the one person you really, really need is an

experienced expert in the effects ofvisual impairment on early growth and development.

• Maintain close physical contact with your blind baby. For example, a back- or front-pack can be far better

than a buggy or stroller, because, while the surroundings may hold no interest for your child, the warmth,

contours, and movement ofyour body will.

• Have the same developmental expectations for your baby as you would for any child, but know that your

direct involvement in her development will be essential.

• Ifyour baby is blind or has severe visual impairment, remember that incidental learning through observation

will not occur. When my son Lucas was a baby, I observed him laying prone on his tummy in our living room.

He pulled himselfup so his head was raised, his arms straight, and moved his head as far as he could in both

directions. As I watched him, it became clear that what he was doing was visually organizing his environment.

How do blind babies do this? It is not difficult, but it must be taught. Your "expert" in visual impairment will

help you learn how to do this.

• The blind child's world is the length ofher arm. This is essential and fundamental to remember as you begin

to find ways to assist in your child's development. Sounds and smells beyond arm's reach cannot be identi-

fied by the blind child, so expansion ofhis world is up to you and the good advice and suggestions you

receive.

• In order to creep, to crawl, to cruise, and to walk, there must be a reason for the blind child to move.

Something must be beyond arm's reach that he wants. This sound or smell must be associated with a past

pleasant experience. An enjoyable toy that makes a distinct sound, mother's voice that is out ofreach, the

smell ofsomething good to eat - these are the experiences that motivate blind and visually impaired babies to

walk.

• Be prepared for developmental differences between your child and a non-disabled child. Sometimes walking

doesn't occur until the baby is 1 2- 1 5 months old or older. Ifother areas ofmotor development seem okay,

don't worry. Your baby is simply learning other things and postponing walking. Talk with your expert on

visual impairments about differences in developmental patterns, how you might help, and whether you should

be concerned.
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• Ifyour baby is likely be a braille reader, consider early introduction to braille as a system for pairing sym-

bolic language with real objects. You may wish to put braille labels on every object in your home - the walls,

the floor, the toilet bowl, the dresser, etc. When your baby encounters these strange dots, you don't need to

begin reading instruction. Just tell him that thejumble ofdots represents the word "wall" (or whatever), and

"wall" is the object that the word is attached to. It seems to me a shame that some braille readers don't see

their first word until formal school, while sighted infants and preschoolers are surrounded by print from the

time they can remember.

• Teachers ofvisually impaired students have many stories to tell about blind and visually impaired children who

were not ready to learn when they came to school because they lacked real, concrete experiences. These

young children are lacking in experientiallearning. What this means is that they arrived at school without

the background ofexperiences with the real world that adds meaning to learning. Your baby and preschool

child needs direct, physical'experiencewith his environment in order to learn in a meaningful way. The story

in the reading book about a brother and sister at the grocery store will have little or no meaning for the blind

child who has not experienced "grocery store." This experience has to happen in a grocery store, and must

include verbal information and first-hand tactual experiences. Your baby and preschooler must have a

comprehensive exposure to the world, and information for understanding that world, ifschool is to be successful.

Well, I could go on, but I think I'll stop now. Babies are precious - they deserve the very best we can give them.

They don't know what they need - parents must know and offer the experiences, the love, and the caring required by

a blind or visually impaired child. Parents won't always know what to do - they need a competent, creative teacher of

the visually impaired or early childhood caseworker who knows early childhood growth and development to help

them. So you see, the parent/child/professional team must begin when the child is an infant. There are so many

essential learning and developmental experiences required by the blind baby that this partnership must begin as soon

after diagnosis as possible.

Parents: Don't delay - find yourselves a qualified and creative expert in visual impairment right away!

!

Teachers: Don't delay - ifyou're not feeling qualified to help parents through the critical growth period ofbirth to

five, then find classes and readings that will prepare you for this crucial role.

Parents and Teachers - have fun with babies, and help babies to have fun with you and others!

!

Help and Hope, One Child at a Time
By Terry Murphy, Executive Director, Texas Commission for the Blind

One ofthe hardest, but most rewarding, aspects ofworking at the Commission is calling on parents who have just

learned that their long-awaited babies will never clearly see the loving faces holding them. It's hard, because this is an

emotional time for everyone - even for those ofus who have chosen the field ofblindness and visual impairment as our

life's work. It never gets easier seeing the initial fear in parents who are still trying to absorb the medical facts behind

their baby's visual impairment when we are asked to call on them.

I think I speak for all ofus at the Commission when I say I wouldn't mind losing myjob for lack ofcustomers. But,

that's not likely to happen in my lifetime. Based on the 200 1 Annual Registration for Students With Visual Impairments

published by the Texas Education Agency, there are 6,7 1 9 students ages to 2 1 in Texas today who fall within TEA's

definition ofvisually impaired. We serve an even broader range ofchildren, so there is much work to be done.
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Our reward in calling on parents ofnewborns and young children comes from being able to plant early seeds ofhelp

and hope. Help first comes in the simple form ofa caseworker's business card. Although a parent seldom reads the

words Texas Commission for the Blind with enthusiasm, we're accustomed to the reaction. It's okay. This isn't the time

to wow parents with all the great things individuals who are blind or visually impaired are doing today. Instead, it's the

time to listen and answer questions. Hope is planted with just a few straightforward words: "The Blind and Visually

Impaired Children's Program is here to help when you're ready."

Walter Anderson, the editor ofParade, the magazine insert in many U.S. Sunday newspapers, says in his book,

The Confidence Course: SevensSteps to Self-Fulfillment, "True hope dwells on the possible, even when life seems

to be a plot written by someone who wants to see how much adversity we can overcome."

Although written for all ages, Anderson's words are especially appropriate for the parents we meet. When a baby

is born with visual problems or a child acquires a severe visual impairment, the whole family begins a challenging

journey. Because the primary source ofinformation for most children is vision, family members ofchildren with vision

losses are immediately called into action to fill in some missing or incomplete information. This is unfamiliar territory for

most parents. The Commission'sjob is to provide them with a map that ultimately leads to a fuller and richer life for

their child. The map we draw is full of "possibility thinking" check points as we encourage parents to dwell on the

possible for their child.

One line a lot ofparents will hear from our caseworkers during their early meetings is, "I'm here to put your baby to

work! " It is so important for parents to absorb the encouragement behind these words. We speak from decades of

experience when we say we believe in their child's potential to adapt fully to life with a visual loss. We also believe in

the parents' ability to add the roles ofadvocate, coordinator, and teacher to their family's resume. The earlier the work

begins for both family and child, the sooner everyone will be smiling with each newly-learned skill, and what started out

as such an anxious time for the parents can ease into an everyday way of life.

The agency is making preparations for a celebration in November to commemorate 70 years since the Commission

was created in 1 93 1 and 30 years since Criss Cole Rehabilitation Center opened in 1 97 1 . In doing some research on

services to children, I read in our archives where a Miss Ruth Siler, Preschool Blind Child Counselor, reported to the

Agency's Board back in 1 957 that she hadjust finished a pamphlet for parents ofpreschool children who were blind.

I also noticed that the agency was asking for one additional preschool counselor. From these small roots, services have

slowly grown into a statewide network ofBlind and Visually Impaired Children's caseworkers. This past legislative

session did not yield the funds we had hoped to use to expand the program, but we are fortunate to have 39 hard-

working caseworkers across Texas who served 8,265 children last year, including permanently severely visually im-

paired children and children needing eye treatment.

Occasionally we still hear about parents who were unaware ofour services. You can help by telling parents of

young children with visual impairments about the Blind and Visually Impaired Children's Program. Tell them that a

caseworker is nearby to deliver help and hope.

ECI Provider Network: Champions ofService

Twenty years ago, the Texas Interagency Council on Early Childhood Intervention or ECI was the state agency desig-

natedby the Texas Legislature to provide services to families with children with disabilities and/or developmental delays.

Federally and state-funded, ECI supports families to help their children reach their potential through developmental services.

Over the years, the ECI Provider Network has become the backbone ofECI, putting ECI's values, mission, and

goals into action and making sure each child receives the best start in life.
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Beginning with a small handful ofprograms, ECI's ProviderNetwork has grown to 65 statewide programs offering

services in every Texas county. As a result, families have equal access to all services that ECI offers wherever theymay reside

in Texas. These services may include screening and assessments; physical, occupational and speech-language therapy; and

special instruction, training and counseling services.

Since 1 982, ECI awarded contracts to fund services at the local level contracting with agencies and organizations in

Texas. Approximately halfofthe ECI programs are state or local mental health and mental retardation facilities, about one

quarter are with school districts or regional educational service centers, and about one quarter are nonprofit organizations.

Stafffrom these programs may include early intervention specialists, nurses, psychologists, dieticians, paraprofessionals,

teachers, social workers, and physical, occupational, speech and language therapists.

Time and time again ECI families tell stories ofhow staffmembers ofthe providernetwork have given them support, found

resources, and have become a valued member ofthe family. "I don'tknow what I'd do without the ECI professionals that

help my child, especially my service coordinator. She has been so helpful," said an ECI Mom. "She's like a part ofthe

family"

In FY 2000, local ECI programs conducted intake on 33,293 new children and families. They also provided service

coordination to all enrolled children (including intake) and provided transition planning to 1 5,299 childrenwho were leaving

ECI services for their next service setting.

In addition to providing services to eligible families, ECI programs maintain connections with clinics, hospitals, and physi-

cians. Local ECI programs conduct public awareness activities to locate and refer all eligible children bom or receiving

medical treatment in a service area.

Ifyou have questions or concerns about your child's development, call your doctor. When it comes to your child's health,

getting help early is best. Formore information about ECI, a local program in your area, or to refer a child call the ECI Care

Line at (800) 250-2246 or (5 12) 424-6800 (in theAustin area), or visit the ECI website at<www.eci.state.tx.us>.

CreativeThinkingMaximizes ParentTraining Opportunities

By Edgenie Bellah, BVICP Consultant, Texas Commission for the Blind

and Kate Moss, Family Specialist, TSBVI, Texas Deafblind Outreach

One ofthe simple truths in life is that parents are their children's first teachers and advocates. Parents ofchildren with visual

impairment, deafness, and deafblindness face unique challenges with these dual roles. To work confidently alongside their

child's professional team members, whose expertise comes from years ofeducation and ongoing training, parents need

training opportunities themselves. They need opportunities to expand theirown knowledge base about their child's medical

and physical needs, special education law, transition, resources, communication, orientation and mobility, and much, much

more.

We are fortunate in Texas to have many such training opportunities for parents. Some come from within the school

system, local Texas Commission for the Blind offices, and Regional Education Service Centers. Others are offered on a

statewide basis by TSBVI Outreach, DBMAT, and others, such as Texas Focus, the Texas Symposium on Deafblindness,

DBMAT Family Conference, and the Technology Institute. Available training is sometimes specific, focusing on visual

impairment or deafblindness. At other times it may address more generic issues such as special education laws, transition

issues, and estate planning. Many parents will have opportunities to learn about the syndrome or medical condition that

caused their child's disabilities through state and national conferences such as theCHARGE Syndrome Conference, the

34



Texas Usher Syndrome Family Retreat, the Shaken Baby Syndrome workshops, and other similar events.

There are so many available training opportunities that it is often hard for parents to choose among them each year.

Unfortunately, many times the deciding factor has to do with whether or not they have the resources to pay for registration,

travel, and child care expenses associated with the events. The majority ofparents must depend totally on scholarships or

training funds. In recent years funding for these activities has decreased and the number ofpeople wanting to access training

funds has increased. Event planners struggle to make sure all that the families who want to participate have the support they

need to attend. Still, many times parents can't find the resources they need when they need them.

WHATCAN BE DONE?

Event organizers

Get the wordout early

Event organizers need to get the word out on training opportunities well in advance ofthe event. By sharing training event

announcements with the ESCs, TSBVI, andTCB so they can be included in their training calendars and on their websites,

parents know where to go to find out about training opportunities. This also helps families plan ahead about when and where

to get funding. TheTSBVI website maintains a statewide calendaroftraining opportunities for both families and profession-

als. We welcome any submissions to this calendar. To share yourworkshop announcements, contact Jim Durkel at (5 1 2)

206-9270, or through e-mail at <jimdurkel@tsbvi.edu>. This information is also published in the classified section ofthe

iM^E^tfnewsletter.

Contactpossiblefunding resources in the initialstages ofplanning

Learn about possible resources to help you offer travel and registration funding to families, and contact them in the initial

stages ofplanning. The Texas Planning Council for Developmental Disabilities allows event organizers to write a request

proposal for funding to help families attend training. Local Lions Clubs and other civic organizations often have funds they are

willing to contribute to cover these types ofcosts. Some school districts and Education Service Centers may have limited

dollars to help sponsor families, ifthey are notified ofthe event early enough.

Collaborate, collaborate, collaborate

Collaborate with local, regional, and state agencies and organizations to provide the support families need to participate in

training. This might mean asking a local scout troop to help provide child care at the event, or seeing ifa local grocery or

restaurant will donate food. The agencies may not be able to pay for family travel, but might agree to share the cost ofa

speaker or other expense. The more contributors there are to an event for various individual costs, the more funding may be

directed to help with travel and childcare needs.

Families

Register immediately andindicate an interest infunding assistance

Too often parents don't ask for help until it is too late to access available training funds. Training events typically have set

budgets for assisting families with travel and registration costs. Decisions aboutwho will receive available funds are often

made shortly after the registration deadline. Parents who do not get their registration forms in ahead ofdeadlines often miss

out.

Agencies such as Texas Commission for the Blind have state paperwork requirements that make last minute requests

problematic. All TCB services, including training for parents, has to be part ofplan that is developed with the family.

Sometimes funds requested at the last minute can only be provided on a reimbursement basis. This means that parents will not

be able to attend ifthey can't afford the upfront costs or wait a month for the processing ofreimbursement checks.

Sometimes parents are hesitant about signing up for a workshop until the last minute because they are unsure oftheir ability
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to attend due to a child's health, family work schedule, or other life event. Most conference planners can cancel a hotel

reservation, airline tickets, and so forth at the last minute, but it is often very difficult to make these arrangements even aweek

before the event. Most hotels have special rates for reservations made during a set period oftime. Airline tickets purchased

very early tend to be cheaper than those purchased at the last minute. Ifparents think there is any chance they can attend a

workshop, it is better to get the registration in on time and make travel plans early. Ofcourse, parents should check with

individual funding sources and conference orworkshop planners to find out about cancellation policies.

Stay up-to-date on training opportunities andprioritize training needs

Parents and other interested family members should check these resources regularly to leam about training opportunities

that are being planned. Make a list ofany training events that seem useful, and contact the organizers to get registration

information. Ask them about funding to assist with event costs and leam how these funds can be accessed. Prioritize the

events based on training needs and your schedule. Ifyou can select only one ortwo events each year, be sure it will meet your

training needs and be held at a time and place you can access.

Contactfunding sources well in advance

Contact funding resources well in advance ofthe event to letthem know about your interest in attending. Find out ifthey

anticipate having funds available. For example, TSBVI Outreach typically has a travel budget for each ofits sponsored

events. Outreach policy is to spread the funding out as far as it will go. Knowing how many families need to access these

funds makes it easier to plan distribution.

Know whatyou will fieedbeforeyou ask

Think about the type ofsupport you will need and be familiar with the approximate costs ofthese supports. This may

mean prioritizing costs. What parts could you pay for ifno other source was available? What items are less likely to find a

different funding source? Not everyone can pay for airline tickets, but many people are able to pay for gas charges or meals.

How much will the hotel room cost? Is the whole family flying to the event, or, ifyou must drive a long way, will you need an

extra night ofhotel costs? The cleareryou can be about your exact needs, the easier it is for funding resources to identifyhow

they can help.

Leam about variousfunding resources

Become familiar with local funding resources and other supports. Your local Lions Clubs, Soroptimist Clubs, Elks Clubs

and other civic organizations may have money to help cover some ofthe cost oftravel and registration. Ifyou are receiving

services fromMHMR or through Texas Department ofHealth orTexas Department ofHuman Services, theymay be able to

assist with respite care, child care, or other costs associated with attending training. Generally yourTCB caseworkercan help

you identify local and regional resources. Ofcourse, bothTCB and TSBVI Outreach are resources for families. Make a list

ofall the possible resources in your area so you knowwhom to call when you need help. This is somethingyou can also share

with other parents who may not know where to go for help.

Tliink ofcreative ways to get the supportyou need

Get creative! Ifyou have friends or family members who might be able to help with some part ofthe expense, offer to

trade favors. For example, baby sit their children in exchange for theirbaby sitting services whileyou are at the training. Help

them with some needed task in exchange for gas money. Set aside a few dollars each month to use for incidental expenses at

these events. Remember the pocket changejar your parents might have kept? Even ifyou only have ten dollars set aside

when you want to go to training that can help pay for a meal orbuy some gas. One family cleaned out their garage and had

a garage sale to get money together to help with travel to a national conference.

Lookfor training that doesn 't require a lot offunding

Check out training opportunities that don't require travel expenses. For example, is your local school district offering

training? More training opportunities are now being offered through distance learning methods such as Internet courses,
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correspondence courses, videotapes, etc. Sometimesjust meeting with another parent to talk about issues and share ideas

can be an incredibly beneficial training experience. Think about organizing a small ' 'coffee klatch' ' ofparents or plan a fami ly

picnic in the neighborhoodparkwith several other families. Not all training has to involve going to a workshop or conference.

Address training needs as apart ofyour child'sARD
Look to your local school district for providing individualized training related to the implementation ofyour child's IEP.

When you are havingyour child'sARD, talk aboutyourtraining needs and the training needs ofstaffworking with your child.

Parent training is a related service as definedby IDEA. Some ofyour training needsmay be metby school staffworking with

you at your school or in your home. In some cases, ifthey are asked, your Regional ESC orTSBVI Outreach may be able

to bring training to your school program or at least to your community.

Don't forget thatyou may be able to provide training as well as receive it. This can be a help to members ofyour child's

teamwho need to learn about theways you have been successful in working with your child. Considerwhat you can offer to

your team, to help them learn about the special waysyou feed your child, how you communicate, what you do to comfort him

when he is frightened or cranky. After all, you are an expert about your child.

The most important element is to get training needs spelled out in the IEP and discuss the resources for meeting these

training needs as a regular part ofyourARD meeting. Schools can then plan ahead and budget ifthey are trying to help pay

forpart ofyour training costs.

CONCLUSION

Parentand family training is an important part ofhelping a childwith visual impairments and deafblindness. Unfortunately,

not every parent who wants to access training will be able to do so. It is important to plan ahead and be familiar with the

resources that are available to help in this effort. Please think about your family's training needs and start planning today for

the 200 1 -2002 school year.

Update About Jeff

It was reported in the Spring issue ofSEE/HEARft\sX JeffPruett had entered a national art contest for students with

disabilities sponsoredby the Helen Keller Foundation. Rather, the 200 1 Helen Keller InternationalArt Show was sponsored

by the International Council for Exceptional Children Division on Visual Impairments, University ofAlabama Birmingham

Vision Science Research Center, University ofAlabamaBirmingham School ofOptometry, University ofAlabama Birming-

ham School ofEducation and Ivy Green Property Board.

From more than 1 50 entries, Jeff's drawing, "Eyes in the Night," was one ofonly 30 pieces selected to tour at various

galleries, conferences and universities across the United States, including the Virginia Murray Sowell Center at Texas Tech

University inLubbock and the Washington National Cathedral in Washington, DC. Jeff's accomplishment will be acknowl-

edged during the Distinguished Lecturer Series featuring Dr. Jan van Dijk, September 26-29, 200 1 . The artwork ofthree

otherTexas students, Christina Farley, Shane Hill and Cameron Hebert was also selected for this prestigious national tour.

Congratulations toyou all ! !

!
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CORRECTION! CORRECTION!

We want to apologize to our SEE/HEAR readers for the incorrect phone number listed under the Spring

2001 article, "Spanish-Language Low Vision BookletNow Available!" and for any inconvenience it caused.

To reach the National Eye Institute for the Spanish-Language information email to <neipub@aerie.com> or

call (301 ) 496-5248 or go online to <http://www.nei.nih.gov/publications/publications.htm>.
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CLASSIFIED
Mail or e-mail your new classifieds to Jim Durkel at:

TSBVI Outreach, 1100 West 45th St., Austin, TX 78756, or JimDurkel@tsbvi.edu.

An up-to-date Statewide Staff Development Calendar is posted on TSBVI's website at <www.tsbvi.edu>.

Visions 2001:

The National Conference of

The Foundation Fighting Blindness
September 13-15, 2001

Westin Galleria Hotel in Dallas, Texas

Topics include the latest retinal research; coping with

visual impairment; networking and support group

opportunities and more. Condition and syndrome

topics include: Usher and Bardet-Biedl Syndromes,

RP, and Macular Degeneration.

For more information, contact The Foundation

Fighting Blindness at (888) 394-3937

or <www.blindness.org>.

VirginiaMurray Sowell

Distinguished Lecturer Series

September 26-29, 2001

Lubbock, Texas

Dr. Jan van Dijk will be the featured speaker at this

year's Virginia Sowell Distinguished Lecturer Series,

sharing his wealth ofexperience working with people

who are deafblind. The 30 works of art selected to

tour with the 200 1 Helen Keller International Art

Show will be on display throughout the Series.

Formore information, contact:

The Virginia Murray Sowell Center

(806) 742-2345 or sheila.dowling@ttu.edu.

A van Dijk Reader

A reader ofclassic and new articles by Dr. Jan van

Dijk is now available on the DB-LINK website. This

collection, written between 1 965 and 2000, addresses

a variety of issues related to the education of students

with deafblindness. The articles can be found at

<http://www.tr.wou.edu/dblink/vandijkFT.htm>.

TSBVI Technology Institute

September 21 & 22, 2001

Sheraton Four Points in Austin, Texas

This training is designed for education professionals

working with studentswho have visual impairments.

Sessions will include introduction to the Braille 'n Speak,

introduction to Duxbury Braille Translation software, and

introduction to screen readers. This is not general

technology training. Parents interested in attending

should contact Jim Durkel or Sharon Nichols before

registering for this event to determine the relevance of

this event to them and their child.

Formore information, contact:

Jim Durkel at (512) 206-9270,

JimDurkel@tsbvi.edu

or

Sharon Nichols at (5 1 2) 206-9388,

SharonNichols@tsbvi.edu

INSITE Training:

A Home-Based Model For Infants,

Toddlers, and Preschoolers Who Are

Multiply Disabled Sensory Impaired

Part 1 - September 27 & 28, 2001

Part 2 - October 24 & 25, 2001

Part 3 - November 29 & 30, 2001

Bryan, Texas

A 6-day training for school and ECI professionals

working with familieswho have children (birth to 5) with

multiple impairments, including sensory impairment

Topics include information on vision loss, hearing loss,

communication development, motordevelopment, active

learning, andworking with families.

For more information, contact Gigi Newton at

TSBVI. Phone: (512)206-9272;

E-mail: GigiNewton@tsbvi.edu

38



MarkYour Calendars for the

DBMAT FamilyWeekend

October 12-14, 2001!

It's not too early to mark your calendars for the DBMAT
(Deafblind MultihandicappedAssociation ofTexas)

Family Conference, which will take place at Camp John

Marc in Meridian, Texas. This annual fall retreat and

learning weekend for families and service providers is a

time ofrenewal and reunion for all who attend.

For more information, call (972) 287- 1 904 or

e-mail DBMATorg@aol.com.

Second International Conference

on Parents with Disabilities

and their Families

October 11-14,2001

Oakland Marriott Hotel

Oakland, California

In the U.S. alone, there are more than eight million

families in which one or both parents have a disability.

This will be the second international conference to

focus on families in which one or both parents have a

disability. The conference will be hosted by Through

the Looking Glass, an internationally recognized

disability community-based agency with expertise in

research, advocacy and services to parents with

disabilities and their families. This ground-breaking

conference will feature international speakers

addressing a wide variety oftopics related to parents

with disabilities including child custody, adoption,

pregnancy and birth, legal rights and assistive

technology. A National Task Force on Parents with

Disabilities and their Families will reconvene at the

conference. For further information, contact:

Through the Looking Glass

Phone: (800)644-2666

International callers: (5 10) 848-11 12, ext. 130

TTY users: (800)804-1616

Website: <http://www.lookingglass.org/>

SWOMA:
(Southwest Orientation& Mobility

Association Annual Conference)

October 12-14,2001

Sheraton Four Points in Austin, Texas

Topics will include: Global Positioning Systems,

Wheelchair Mobility, Traumatic Brain Injury, Teaming

with Occupational Therapists and Physical Therapists,

Environmental Accessibility Issues and more!

For more information, contact: Ruth Ann Marsh

(512) 206-9203 or RuthAnnMarsh@tsbvi.edu.

The ThirdAnnual

Sports Extravaganza for Blind

and Visually Impaired Students

Nimitz High School in Irving, Texas

October 26 & 27, 2001

Children with visual impairments often need confidence-

building experiences, so they can participate in their

regular school sports programs. This event provides the

opportunity to dojust that. For more information,

contact Kitra Hill Gray at (972) 348- 1 580.

Ring the Bell for Literacy in 2001!

The Fifth Biennial

Getting In Touch With Literacy

Conference

November 8-11, 2001

Philadelphia, PA
Wyndham Franklin Plaza Hotel

The GITWL Conference provides a forum for a

discussion ofliteracy for people who are blind or

visually impaired. Topics coverall aspects ofliteracy

including low vision literacy, braille literacy, and use of

technology, for all age ranges and ability levels.

For more information, contact:

Ellen Croucher at <ellenc@mdschblind.org>

Diane P.Wormsley at <dwormsley@pco.edu>

or call (215) 780-1366.
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Kate's Corner
What a busy, fun fall we have had here inTSBVI Outreach. Two events that were especially energizing forme were

the "Power ofTouch" workshop and a training by Dr. Jan van Dijk on child-guided strategies for assessing children

who are deafblind. In September, six families and their children with deafblindness came to TSBVI for a different kind

ofworkshop. The intent ofthe training was to teach the families about the critical role that touch plays for the child with

deafblindness. This relates to both the type oftouch the child receives from those around him and the way he uses

touch primarily through his hands as eyes, ears, a voice and as tools. Gigi Newton from Texas Deafblind Outreach

taughtparentshowto use massage with childrenand the benefits ofa regularmassage routine . Barbara Miles, co-authorwith

Marianne Riggio ofthe bookRemarkable Conversations, presented information onwhy developing the use ofhands

Kate's Corner - continued on page 35
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The Story ofThese Chocolate Chip Cookies

By Ellen Oestreich, Parent, Humble, Texas

Editor s note: Kate Moss was recently invited to participate in a wonderful parent support meeting in

Humble, Texas, near Houston. When she arrived at the school where the event was to take place, she was

given a basket ofgoodies. Among the goodies was a canister ofcookies and this little story. Shefelt that the

story was worth sharing with our readers; so here it is. The cookies were worth sharing as well, but she didn 't

seem inclined to want to share them.

As is usually the case in our lives, we got home a little later than I planned. After the day's activities, I was looking

forward to baking cookies withmy daughter. We arrived home to aHOT house. We quickly changed into our "baking

attire" and began measuring, pouring and mixing. In an effort to speed up the process I threw the butter into the

microwave and began to "NUKE" it until it was fully melted. (What I had forgotten was that it would have melted in

mere secondsjust sitting on the counter ofthe HOT kitchen.) We cheerfully added the dry ingredients. Flour, sugar,

brown sugar, salt, etc. Little grains ofingredients were flying everywhere and creating smiles. Mixing took place next

and then adding the eggs and vanilla. The final and key ingredient ...the chips...went in last.

As we stirred and munched on the few remaining chips in the bag something was happening to the dough.

HMMM. . .it is much darker than usual ! As you may have guessed by now the coveted chips were melting and giving

this chocolate chip cookie dough a look all its own. Oh well ...cookies are cookies to this family, so we baked and

watched and baked some more. After licking the bowl we enjoyed a glass ofmilk with our fresh baked treat. While

they looked different and were not quite what was expected, they none the less hit the spot and provided smiles for this

mom and her daughter.

I decided this cookie experience was God's way ofreminding me that the unexpected can bring life and laughter to

any day. It is all in the perspective ! While I was planning for a typically developing chocolate chip cookie, something

special happened to the mix. The look and texture was different, but the enjoyment ofa warm cookie and a glass of

milk shared with a precious child was the same. No chocolate chunks to bite into, but the wonderful chocolate flavor

spread throughout the whole cookie. Our "chocolate melt" cookies were yummy

!

Now realizing I had committed to baking cookies for visitors, I whipped up another batch after Caitlyn was asleep.

The new batch was filled with "typically developing" chocolate chip cookies. They looked like the cookies I have

always baked. They smelled like the cookies I have always baked, and, yes, they tasted like the cookies I have always

baked. What was missing with these cookies? I had no partner in crime. I missed the smile and peace I felt when I

watched Caitlyn grinning and eating and even drooling a chocolate drool. It did not matter to her how the cookies

looked, only that they were cookies and she could enjoy them before bed.

I suppose this is a lot like life. It is easy to get caught up in standard expectations and forget that sometimes the best

things come from the unexpected. There will be some people in this life who cannot deal with the unexpected. There

will be some people who deal with it but will be uncomfortable. There will be some people who accept it and look at

it as a golden opportunity. Each and every one ofus has the right to be who we are and deal with things the best we
can. I hope that I can learn from my child how to appreciate the unexpected. If I can spend more ofmy time looking

for the unexpected, no two days will be the same, and life will never be dull or boring.

On that note, there are both varieties ofcookies to enjoy. Remember: they are both cookies; they were both made

with the same ingredients and love; and they both taste great with a glass ofmilk and a favorite partner in crime! Our

hope for you is that you will be the best you can be today and that your life is rich and full ofordinary and extraordinary.

Peace, Ellen and Caitlyn



Accepting Help

By Gina Meadors Ortiz, Parent, Bryan, Texas

After twelve years ofmarriage, our little angel, Gabriela, was born. Soon ourjoy turned to disbeliefand a sea of

unanswered questions. While most parents were beaming with pride at each new milestone, we were dealing with

diagnoses such as "severe developmental delay," "legally blind," "mentally retarded," and "seizure disorder."

5!

The first years ofa child's life should be full ofbeautiful memories. For our family, all we remember are the seizures, i*
the doctors, and the unanswered questions. Instead ofplaygroups, we had sessions with physical therapists, occupa- h^

tional therapists, vision therapists and speech therapists.

In the beginning, I cried a lot. Then realizing I had to "be strong for Gabriela," I quit crying and threw myselfinto

thejob at hand. The first two years went by very fast. I thought I was in control ofmy emotions. After all, I no longer

cried every timemy little darling had a seizure.

One day Bettye, our caseworker for the Texas Commission for the Blind, stopped by for a home visit. I must have

looked a mess! I know my house was dirty. I couldn't remember the last time I had vacuumed. Though I forced

myself to cook for Gabriela, everyone else fixed sandwiches if they wanted to eat. I guess you could say I was

depressed. Bettye recognized I was in trouble. Not givingme time to decline, an appointment with a counselor was set

for the next day.

I had been raised to "fix your own problems." Talking about your problems was a waste oftime and did nothing to

solve it. Ifsomething is wrong, do something about it. But this did not include talking to a stranger! My counselor,

Lois, was wonderful. I opened up to her. I told her secrets I had told no one.

Thoughmy feeling ofdepression was based onmy daughter's disabilities, I did not realize how my past years still

affected me. Through the hours oftears and soul searching, I learned much about myself. I learned to accept my
daughter as she is. I also learned to take time out for myself. At least every once in a while!

Opening up to a stranger is difficult. You know what you say is confidential, but it's a feeling ofvulnerability to open

your life for examination. Keep a box ofKleenex nearby; you' 11 need them!

With the help ofcounseling, I have grown in so many ways. No longer am I intimidated by staring strangers. No
longer do I stand by while young college kids use Grandma's handicapped sticker park in one ofthe few handicapped

parking spaces. (I guess their disability is wearing three-inch heels!)

A counselor cannot "fix it" for you. They listen. Believe it or not, the answer lies within yourself! Wejust need help

in getting to the answers.

I love my daughter with all my heart. Ifyou only looked at the diagnoses, you would miss the beautiful blue-green

eyes that are full ofexpression. You would miss the cuddly little girl whom everyone falls in love with. You would miss

the little girl who loves to be held and hates to be left by herself. Ifyou look beyond the diagnoses, you will see a little

girl, four years old, who enjoys going to school, riding horses and the feeling ofwind in her face. You will see a little girl

who is the apple ofher daddy's eye!
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Sharing Your Gifts

By Paige Parrish, Parent, Tyler, Texas

<maxbites@prodigy.net>

My daughter Alexandria is losing her vision due to a rare congenital retinal disease. She is a socially aware nine-

year-old who is inquisitive beyond her years. She possesses the ability to push past the societal boundaries frequently

imposed on the blind.

Her passion for Africa began through several friends who, due to business or medical missions, lived in Africa.

While visiting their homes, she tactually explored a genuine tribal mask and zebra skins. She also was intrigued by a

life-size bronze African dancerwho was in the exact ballet position, "posse," that she was trying to master in her ballet class.

Alexandria's love for Africa was cultivated during a visit to our local zoo. This was no ordinary day at the zoo, for

I had contacted the zoo owner, Hayes Caldwell, to inquire about a "hands-on" experience. He graciously accepted

my unusual request. This experience would shape and forever change Alexandria. As she scaled a giraffe's neck she

had a moment ofabsolute clarity - a concept that would be forever ingrained in her visual memory. (See "Out ofthe

Mouths ofBabes" SEE/HEAR, Summer 200 1 .)

Upon returning home from our adventure, Alexandria wanted to find out everything she could about Africa and its

inhabitants via the Internet. With my assistance, our first inquiry about blind Africans led us to an emotional photo

essay. The first photo to appear on the screen was that ofa blind villager who had been robbed ofhis ocular function

by having a parasitic worm in his system. He was using what appeared to be a gnarled branch for a mobility cane.

Alexandria was brought to tears as she pressed her nose to the magnified image ofsomeone not so different from

herself. She did not understandwhy he did not have the proper equipment to navigate around in his environment as she did.

The next photo to emerge was ofyet anotherman who was blind, and he was wandering aimlessly around his village

with his shirt on wrong-side-out and backwards. No one would assist him in getting where he needed to go.

Further reading brought out disturbing findings - this culture views blindness as a curse. It is believed that people of

Africa are stricken blind for their wicked deeds; therefore, they are discarded by society. The children ofblind parents

lose their childhood and any opportunity for an education because they become sighted guides for their blind parent.

Alexandria quickly began to devise a plan to relinquish her outgrown mobility canes and get them into more needy

hands. As a mother, you can imagine that I am bursting at the seams with pride. The next step was to follow a link to

Helen Keller International <http://www.hki.org/>, and they were more than willing to assist us with our desire to help.

As we were getting ready to ship the canes, Alexandria decided to add a Braille label in Swahili. The label read,

"Chechesha kwa itikada wala mandhari." This means, "Walk by faith and not by sight." This Bible verse has become

her way of life.

The shipment is on its way to Helen Keller International inNew York and the canes will be disbursed in various

parts ofAfrica according to need, as determined by a field officer. And so, as I watchmy daughter's vision diminish,

I am seeing it replaced by a spiritual and world vision that is 20/20.

Ifyou are interested in helping Alexandria in her quest, you can purchase a new cane for $ 1 0. Contact Angela with

Maxi-Aids, at (800) 522-6234. She is coordinating canes donated in Alexandria's name. These gifts will be included

in Helen Keller's annual report.



Abraham Has a Friend

By Olivia Cruz, Parent, Houston, Texas

tAbraham started school last year at the Texas School for the Blind and Visually Impaired. After searching for

different programs and options, we made the decision to send him to Austin. He has so few communication skills and

so I was afraid forhim to be all alone with strangers. Who, and how quickly, would someone be able to understand my
son's needs? I asked myselfthose questions a lot. Abraham and I have lived together all his life. I thought I was the

only one who understood every little gesture or sound my son made. I knew when he was sick, happy or sad. I was [",

so worried that I hardly slept for weeks. But, Abraham adjusted to his new life and learned his routines. After a few h^

weeks everyone started noticing the positive changes in him.

Jared McGee, Abraham's roommate, has the same abilities as Abraham, but more communication skills. Jared

learned to say Abraham's name and called his name all the time, even when he went home on the weekends. The

school year ended sooner that we expected. On the last day ofschool I took a picture ofAbraham and Jared for my
memory book. This was to help us remember Abraham's first roommate. As we packed Abraham's things, we said

goodbyes and wished each other the best. Abraham hugged Jared and said,"Adios." This is Abraham's way ofsaying

goodbye. Abraham and I left to have abusy summer, and before youknew what happened, it was time to go back to school.

After ten weeks ofsummer vacation, there we were at the registration area. It was crowded with students, parents

and staff. Jared walk into the area and called Abraham's name. As Abraham heard his name, he lifted his head and his

face lit up as he recognized Jared's voice. With a big smile on his face Abraham said, "AAAH!" Jared called him

again, and Abraham answered, "AAAH!" I told him to go and find Jared. Abraham walked with no problem about

12 feet, straight to Jared who was in the middle ofthat crowed room. With a big scream and a big hug they both

welcomed each other to a new year ofschool. The scene was beautiful.

That was the moment when I realize that all those sleepless nights and tears had paid off. Abraham had a friend!

Abraham had made a friend all by himself, without mom's intervention. Abraham surprisedme one more time. I am so

happy! My son has a friend!

The Smallest of Gestures Can Declare Independence

By Sarah Barnes, Parent, Austin, Texas

Reprinted with permission from the Austin American-Statesman, July 30, 2001

Editor s note: Sarah Barnes writes occasionally in the Life & Arts section about thejoys and challenges of

raising a child with special needs. You may contact her by e-mail at <adifferentroad@aol. com>.

The first time I tookmy daughter Meredith to Rosedale School, it quite literally took my breath away. The more I

looked around, the more difficulty I had breathing. I wasjust barely willing to accept the news that my baby daughter

would be developmentally delayed, so I certainly wasn't ready for this special school.

As I walked in, an empty pink wheelchair belonging to a little girl notmuch older than mine sat in the hallway. Large

therapy balls and special chairs with extra straps seemed to fill the corners ofevery room. At the school's entrance, a

bulletin board displayed more than a dozen memorials to students who had died.

By the time I got to Meredith's classroom, I was breathless with anxiety. No matter how compassionate the

teachers, I simply couldn't get grounded in the possibility that this would be my daughter's world.
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That was 3 and a halfyears ago. We have since graduated from Rosedale, but Meredith comes back for summer

school. I still notice the therapy equipment, but only because it is helping Meredith learn how to walk and talk. The

wheelchairs don't stand out to me anymore because I'm focusing on the children inthemwho are friends with Meredith.

Here, I've learned, progress is measured one centimeter at a time.

This was never more apparent to me than at the school's recent Fourth ofJuly parade. Normally an unassuming

little building on West 49th Street, Rosedale was transformed into Yankee Doodle headquarters, including a parade

leader dressed in full patriot attire. Following him around the school's circle drive were staffand students waving flags

and glittery signs. Even April, the therapy dog, was doing her best to look stoic in a basket on wheels, hat cocked to

one side. Most ofthe studentsjoined the parade using their wheelchairs, while others were pulled along in red wagons,

including my daughter. Though few could march, this didn't change the spirit. At Rosedale, ifthere is a day for

celebration, it is seized.

As the music started, my eyes followed Meredith around the circle to see how well she was interacting with

everyone. I thought about her first year in the parade and how she couldn't sit up very well in the wagon and couldn't

spot me in the crowd. She looked so different now. This year, I was hoping she would wave.

When her wagon, got closer, I shouted in my best soccermom voice, "Wave, Meredith!"

She looked at me, smiled, but ultimately was too overwhelmed. She came around again and her teacher, Robin

said, "Look at your mama, Meredith. Wave." She beamed, but no wave. By now everyone was starting to sweat,

and even April looked hot. They marched on.

The next time, as her wagon neared, I moved to the very edge ofthe curb, toes hanging off. I didn't say anything

because Meredith looked as ifshe was too busy trying to process the chaos ofthe music, sparkling colors and crowd.

But, inmy heart, I really wanted her to get the waving part. She was almost past me. Then, at the last possible minute,

her eyes found me. I waved. And her little arm very slowly started to rise and she managed a small fluttery wave back atme.

My heart flipped as I put my sunglasses back on, not really wanting people to know I was getting teary-eyed over

something so silly. Nearby, friendly drivers were honking at the colorful parade and I wanted to yell to them that the

little girl in the front wagon was my daughter and shejust waved.

After the fifth or sixth go-round, the parade began to wrap up. We all filed back into the school, past the sign that

reads "Independence Taught Here."

Inside, I had that old feeling ofbreathlessness again. But this time it wasn't from any anxiety attack. It was frommy
all-too-happy heart that could see Meredith is figuring out her world one Independence Day at a time.

My Experiences in the TSBVI Summer Programs
By Sam Barnes, Student, Houston, Texas

My names is Sam Barnes, and I live with my parents, Theresa and Bill Barnes, in the Houston area. This fall I will

be going into 9th grade at Cypress Creek High School.

I like video games, speech and debate, chess, computers, and photography. I am a Life Scout (the rank before

Eagle) in the Boy Scouts of America. I plan to be a meteorologist after I get out of college. I have a lot to learn

between now and then.
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I have learned much by coming to the Introduction to Work program at the Texas School for the Blind and Visually

Impaired during their summer school. I think learning to fill out an application for ajob has really helped me. I now

know more about how to get ajob and how to survive in the work world.

Overall, this program has prepared me for work both in high school and later in life. I really enjoy the summer ^
programs here. I apply every year.

I went on lots oftrips both with the dorm residents after classes and during the school day. I also did a lot ofcool

stuffon campus. In 1 994, 1 contributed ajournal to a time capsule, which is now buried across from the main building.

It contained things like what I wanted to be when I grew up and my favorite activities. Later, during the 1996

elementary summer program, I went to Natural Bridge Caverns in San Antonio. I had a lot offun looking at all ofthe

rock formations. I also did lots of art projects such as painting and drawing.

Now that I am in the Introduction to Work program, I am working in the Technology Services department. I am
learning how to write websites. I am getting a lot out ofthis program.

After two years ofregular school at TSBVI, as well as four years in various summer programs there, I can tell you

that I gained knowledge by coming to TSBVI. I also have a lot ofhappy memories ofmy time in Austin.

What Do You Do When...You Need Help But Don't Live in Utopia?

By Winifred Downing, San Francisco, California

Reprinted with permission from Dialogue, Summer 2000 published by Blindskills, Inc.

Donation/Subscription information can be obtained at (800) 860-4224 and at <www.blindskills.com>

Utopia for most blind and visually impaired persons would be a place where they could find a ready supply of

volunteers to help them with all sorts ofshopping, provide transportation to doctors' offices and opportunities for

recreation, read any amount ofmaterial, and generally perform all the tasks that are difficult, ifnot impossible, for us to

do for ourselves. I suspect that the individuals who find themselves in this fortunate situation are unique in a number of

ways. They probably live in communities ofa slightly slower pace than that in large urban areas, are well known by

their participation in news-making and dramatic events, have the wherewithal to be well dressed and attractive in

appearance, perhaps have an appealing home oftheir own, and in every way provide volunteers with a real sense of

status because oftheir efforts.

That such a situation exists is no criticism either ofthe lucky people who so easily get the help they need or ofthe

individuals who gladly provide that assistance. What that situation does, though, is to explain why similar opportunities

are not available to most members ofthe blindness community. Sighted persons in bustling urban areas are called upon

to participate in countless volunteer activities in connection with their student life, employment, the schools their chil-

dren attend, their churches, and many philanthropic activities.

The blind or visually impaired person may be an SSI recipient who lives in a small apartment in a congested area

where parking is found to be difficult or impossible by a would-be volunteer. The needy individual may also be like the

85-year-old woman who called last week needing help withjust about everything but so traumatized by her new

experience with vision loss, plus the normal problems ofaging, that she would be almost frightening to someone not

trained in assisting such persons. The ordinary individual who finds himselfcalled upon for that kind ofaid would, in

fact, probably be terrified at the realization the he himselfmight face similar difficulties in his own later years and might

instinctively avoid getting involvedjust for that reason. No community accolades are bestowed on people who snatch

a couple ofhours a week to help someone shop for ordinary groceries, read through a halfcarton ofjunk mail, or

deliver someone to a long line in a clinic.

5
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There are also wide differences inhow one feels about help. I have read articles by blind persons who maintain that

they can fly to a busy airport, deplane and find their own way to the luggage area, pick up their own baggage by

touching the luggage as it goes around on the carousel, find the courtesy phone themselves, and leave for the area of

pick-up outside. Now I don't believe these stories, but the thirst for independence and self-sufficiency breeds them.

These are the types ofindividuals who maintain that blindness is nothing more than a nuisance.

Asking for assistance, particularly for people who have been able to meet their own needs all their lives until their

visual problems occurr is often a devastating experience. An effort was made in a church group I belonged to some

years ago to force the participants (all young and physically capable) to learn to ask for and accept help from others.

Each was required to request some kind ofassistance in the next two weeks and report on what happened. For most

persons, it was a humbling experience that they had a hard time accepting. How, then, should we approach this difficult

necessity? The first task is to decide what help is really necessary. In spite ofthe fact that some things might be a lot

easier with sighted assistance than they are without it, it seems to me thatwe should do for ourselves all thatwe canjust

because we have other areas in which we can't function alone. We need to expend the necessary effort to organize our

own clothing, groceries, mail, phone numbers, and other details of life and to develop the necessary mobility skills to

travel alone when appropriate, so that we don't need to uselessly bother other people. That means attending orienta-

tion centers, classes in daily living skillsor chapter meetings ofblind persons who have had a variety ofexperiences;

taking courses from a place like the Hadley Correspondence School; and reading books on related subjects. It means

familiarizing ourselves with whatever community resources are available such as services for the aging, paratransit

opportunities, and programs offered by agencies serving disabled people.

When all these avenues have been accessed, though, we still may need assistance thatjust isn't available in the area

in which we live or in sufficient supply to meet the needs ofthose who wish to have it. Sources for advertising are local

high schools, senior citizens centers, and the bulletin boards at churches, community centers, and YMCAs. Ifyou can

offer some monetary incentive, your chances are, of course, enhanced. It is absolutely necessary, in my view, to

reimburse for gasoline and tolls charged by bridges and highways.

Ifthe volunteer is coming to yourhome, especially ifyou live alone, a fairly extensive telephone interview is a safety

necessity. In addition, the presence ofa family member or friend at the time ofthe first visit provides great assurance

if it can be accomplished.

Retaining a volunteer once one is found requires consideration. Don't ask him to do something other than the tasks

for which he or she volunteered. Ifshopping is the goal, don't introduce reading the mail. Just stick to the original

subject unless you have an opportunity to ask the individual about an added task. Don't exceed the time period for

which the individual applied, and have everything in readiness so that maximum use can be made ofthe time allotted.

Have the shopping list at hand and the grocery bags assembled, the mail together in one place and already opened, the

directions clearly in mind for reaching the doctor's office, etc.

Lastly, make the occasion as rewarding for the volunteer as possible by taking an interest in that person's life,

identifying with his or her problems andjoys, remembering occasions ofimportance to that person, and giving small

gifts when that is possible - maybe something you have baked or written, loan ofaCD that might be of interest, or a

phone call to check on health or the result ofan important interview. Too often we are so involved with trying to get our

own needs met that we forget those ofthe people in our lives.

So Utopia is not available to many ofus. But there are ways out ofour problems that not only solve them but also

provide us with opportunities for meeting some wonderful people, thus enriching both our lives and theirs.



Thinking About Employment Issues

for Our Children Who are Blind or Have Vision Impairments

By Kris Kiley, Region 2 NAPVI Representative, Virginia m
Reprinted with permission from the Spring 2000 issue ofAwareness ^

National Association for Parents ofChildren with Visual Impairments (NAPVI)

My son Patrick turned 1 5 last February and his thoughts turned to how he would spend the summer. He had gone M
to camp formany years, but he felt he needed something different this year. He probably would have benefited from ^
an academic program to boost his skills, but he had worked exceptionally hard during the school year and felt like he

needed a break from the classroom.

Patrick was lucky enough to be invited to a mission project with his church youth group. The Jeremiah Project in

rural Virginia teams up teenagers with an abundance ofenergy and promise with people who need projects done

around the house. They painted homes for elderly residents, built wheelchair access ramps, and stacked firewood.

They also visited with people who enjoyed hearing about the lives ofyoung people and wanted to share stories oftheir

own lives. There were also spiritual components and singing as well as time spent with devoted youth group leaders.

This was a project for typically developing teenagers, and Patrick was the only student with a vision impairment.

As part of Patrick's transition plan for school, we started thinking about life goals and how to prepare for the

workforce. At 1 5, he has a couple ofgeneral clusters ofgoals in mind. He is interested in food service and building.

During the school year, he had the opportunity to "shadow" a caterer for a day. He helped prepare soup and bake

bread and work in the restaurant-size kitchen. He loved the atmosphere as well as the actual work. Over spring break

we contacted a local restaurant to see ifthey would let Patrick volunteer there for several weeks during the summer.

A local seafood restaurant, The River's Inn, in Gloucester Point, Virginia, was kind enough to give Patrick his first

opportunity in subsidized employment. Patrick was "hired" to be a busboy. His responsibilities included setting and

clearing tables, filling water pitchers, and doing any other task requested by the customers or servers. He seemed to

learn quickly and loved waiting on customers and making them feel comfortable. Most ofall, he loved feeling like part

ofa team ofpeople who were working together to keep the customers happy and well fed. The restaurant has an

excellent reputation, and Patrick felt like he had to work hard not to let down the owners, chefs, hostesses, and servers

in their mission to provide a warm atmosphere and wonderful meal. Thejob also provided the opportunity for Patrick

to increase his self-esteem. When we told friends and relatives that he was working at The River's Inn, they were very

impressed and expressed admiration for The River's Inn for taking a chance on Patrick and on Patrick for stretching

himselfby working there.

We did face some barriers. We had to locate a business that was close by, so that Patrick's dad and I could get him

back and forth to work. Not being able to drive is one ofthe biggest hardships faced by people with low vision. At this

point, we don't know ifPatrick will be able to drive. Ifhe can get a license, it will be with bioptic lenses and restricted

to daylight hours. So, location is important. Patrick needed a few accommodations. He was not able to carry the tray

"waiter style," using one hand, and holding it over his head. He had to carry it in front ofhim, using two hands, and that

is not the preferred way to carry a tray in a restaurant. He also had some difficulty hearing and following verbal

directions in the background noise ofclanging eating utensils and noise ofthe busy kitchen. His coworkers and

customers seemed very understanding. Many people have a friend or family member who has special needs, and the

public seems very understanding ofa young person who is making every effort to become a taxpayer.

Our children who live with disabilities need to feel the satisfaction ofcontributing to society and becoming produc-

tive citizens. They have individual needs as well as abilities. Perhaps you are not able to envision your son or daughter
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(or grandchild) in a situation like Patrick's, but help them find their own dreams and then make a plan and begin the

process ofreaching their goals. By letting your child know that you think this possible, it will helpthem create theirown

dreams. I did not say this first, but I say it often: "First we give them roots, then we give them wings."

We don't have time to wait for agencies to take this on. . .the students are only teenagers once, and we need to

make the best use ofthe time we can. Agencies can help you in the process, but taking an active role isjust another

aspect ofparenting. Sometimes an agency can help find ajob and sometimes they can provide a stipend. I was

successful by asking ifthe business could take Patrick as a volunteer, and secured the funding later.

We are very appreciative ofThe River's Inn for going out on a limb and giving Patrick the opportunity to work. The

Virginia Department ofthe Visually Handicapped and the JTPA (Job Training Partnership Act) provided a stipend and

support for Patrick. He used the money he earned to put toward the laptop computer we purchased to assist him in

mainstream classes as he started ninth grade. I feel like it was a win-win situation all around. Patrick had a good

experience, grew both emotionally and in tangible employment skills, and earned some money that he put to good.use.

The Commonwealth ofVirginia has helped a citizen become a little closer to independence, and the employer got the

services ofa busboy and was able to contribute to the success ofa future taxpayer.

Editor s note: The Transition Program ofthe Texas Commissionfor the Blind offers similar assistancefor

teens and theirfamilies.

Looking at Self-Stimulation in the Pursuit ofLeisure

or I'm Okay, You Have a Mannerism
By Kate Moss, Family Specialist and Robbie Blaha, Teacher Trainer

TSBVI, Texas Deafblind Outreach

This article first appeared in the July 1 993 edition ofP.S. NEWS!!!

Editor s note: This article has been reprinted once, but a renewed discussion on the topic seems important.

In light ofthe many questions we have hadfrom parents andprofessionals about self-stimulatory behavior, we

felt that it was time to reprint this article again.

I would like to thank Jim Durkel, Craig Axelrod, Gigi Newton, David Wiley and Stacy Shafer for taking

their time to discuss the topics ofleisure and self-stimulation with Robbie and me when wefirst set out to write

it. I began with the intention ofwriting a simple article on leisure. Ihad no idea Iwould end with an article on

self-stimulation. I hope this article shows some ofthe prejudice that seems to exist in our thinking about this

topic. We have to understand what a normal human activity self-stimulation is and address these behaviors

accordingly Because this topic is so complex I hope to provide more information about self-stimulation in a

future edition.

I would also like to thank Gretchen Stone, Ann Silverrain, and Barbara Bellemo-Eduseifor their contribu-

tions to this work. These women, along with Robbie, formed a study group back in 1985 after attending a

conference in Tallahassee conducted by Dr. Jan van Dijk. Challenged by both the information and the values

conveyed by van Dijk in discussing children with deafblindness, they worked to digest rather complex informa-

tion about the human brain, the nervous system, and the implications this information has in teaching children

with deafblindness. Their discussions, and thepapers generated as a result ofthis study group, were invaluable

to me in beginning to understanding the effects ofsensory deprivation on the central nervous system and how
it relates to the way children with deafblindness respond to the world.
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Leisure time, the time free from work or duties, is important to all human beings. Leisure time is the time for doing

something that will relax us or energize us, so that we can renew ourselves to face the demands ofour lives. It is

something we require as much as food or sleep to stay healthy and sane.

We all have different ways ofspending our leisure time. What might be a leisure activity forme (reading a mystery)

might not be leisure to you. We know and accept this about each other. When considering "leisure skills" for children

with deafblindness, however, we often focus on activities which do not relax or positively energize them. We spend

their time getting them to participate in "play work" as one young man with deafblindness terms it. Learning to play

games, participate in arts and sports activities, or other pursuits as a part oftheir educational programming may be

beneficial for children in many ways, but these activities don't necessarily meet their needs for "leisure".

The type ofactivities that often do provide relaxation or amusement for these individuals includes behaviors that we

find unacceptable: flicking your hand in front ofyour eyes, pulling threads out ofyour clothes, making repetitive

sounds, etc. These behaviors are considered self-stimulation, and as such, are often perceived negatively because they

do not look "normal," may interfere with learning and can often become self-injurious. Yet these behaviors serve a

positive purpose for these individuals as well.

Changing our perception ofthese self-stimulation behaviors may be the most reasonable course to take in address-

ing this issue, especially ifthis change ofperception also helps us find ways to give more information to the child who is

deafblind and consequently reduce his need to find stimulation on his own. These behaviors may also hold the key to

information about his/her personal preferences, which we may tap into to select more appropriate choices for typical

leisure options.

STIMULATING EXPERIENCES

Most ofour "leisure activities" are nothing more than self-stimulation behaviors that have become highly ritualized

over time and made socially acceptable. There is nothing intrinsically valuable or reasonable about leisure pursuits such

as bungeejumping, playing cards, dancing, playing video games, listening to music, smoking, etc.

People participate in these different activities because they find them to be pleasurable and because the activities

alter their physical state. Each activity provides us with a particular type ofsensory input (Chart - page 12). There is

not necessarily a great difference in so-called self-stimulation behaviors and some ofthese activities, beyond the fact

that some are more socially acceptable and "normal" in appearance than others. For example, what is really so

different about banging a table and banging a drum, rocking to music and rocking to silence, making repetitive sounds

and imitating bird calls, spinning for no apparent reason and spinning in a ride at the amusement park?

Each day, a good portion ofour energy is spent in self-stimulation. Just look at the people around you. You are in

a room with your family watching television or at a meeting with a group ofco-workers. Although you are seemingly

engaged in the same activity, your daughter or colleague is playing with her hair. Your son or your office-mate is

shaking his leg and tapping out rhythms on the arm ofthe chair. Your husband is flipping channels with the remote or

your boss is flipping papers. Ifyou ask them what they were doing, they would likely reply that they are watching

television or having an important meeting. They would be less likely to say they were channel surfing, twirling their hair,

practicing the drum part for "Wipe Out," or fanning their papers.

Each ofus, even those ofus with more intact central nervous systems, tolerates differing degrees ofstimulation.

Look at the difference in the preferred musical tastes (and intensity levels) between the teenager and the forty-year-old.

Although most teenagers enjoy megawatt rock concert with all the trimmings, most adults are more inclined to seek out

softermusic or silence in a dimly lit room. In the same way, children with deafblindness vary in the amount and intensity

ofstimulation they need.

*fl

g

g
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Chart - Our brain seeks out stimulation through the channels ofour senses. Each ofus seeks out this

stimulation in a variety ofways. Society accepts some ofthese behaviors without question, yetfeels very

differently about others. In some cases this acceptance seems to be arbitrary. The chart shows examples of

how individuals typicallyfulfill this cravingfor stimulation and how some self-stimulation behaviors of

children with deafblindnessparallel these behaviors.

§

Sensory Channels Miss Manners' Guide to Creative Variations

Appropriate Self-Stimulation Which May Plug You Into

a Written Behavior Plan

Tactile: Information received by Twirling hair, drumming fingers, Pulling hair, lying in front ofthe air

touch (throughout body surface) playing with condensation on a vent, slapping face/ear, playing with

includes sensitivity to light touch, drinking glass, fingering fabrics, spit, rubbing head

pressure, pain, and temperature. rubbing eyes, pulling on beard

Proprioceptive: Information Snuggling in quilts, cracking Burrowing into furniture,

about the relative positions knuckles,jiggling/crossing legs, wrapping arms inside tee-shirts,

ofparts ofthe body. This sitting on your leg wrist flapping

information comes through

sensations arising in the muscles,

joints, ligaments, and receptors

associated with the bones.

Visual: Information received Gazing at your fingernails, hands and Flicking hand in front ofeyes,

through the eyes/seeing. rings, watching television without the flipping pages ofbooks, light

sound, window shopping, flipping gazing, playing with transparent

through magazines, eye pressing or shiny objects, eye poking

Auditory: Information received Humming/whistling, tapping a Vocalizing ormaking sounds,

through the ear/hearing. pencil on a surface, playing banging on objects, tapping

background music objects together next to ear

Olfactory: Information received Wearing perfume, sniffing magic Rubbing feces on the body and

through the nose/smelling. markers, scratch and sniffstickers, smelling, smelling other peoples'

burning incense hands or shoes

Gustatory: Information received Chewing flavored toothpicks, Mouthing objects, chewing on hair,

through the tongue/lips, tasting. sucking on mints/hard candy, sucking on fingers, licking objects

Closely tied to the sense ofsmell. smoking, chewing on hair, sucking

on pens/jewelry

Vestibular: Information received Rocking in chairs or rocking Rocking body, spinning, twirling in

through receptors in the inner ear body, amusement park rides, swings, head rocking

which enables us to detect motion, dancing, twisting on bar stools,

especially acceleration and skating, sliding

deceleration. Closely tied to the

visual system which provides

information to the vestibule

located in the inner ear.
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Ifwe come to accept that self-stimulation is an important and valid activity for individuals without disabilities, then

we must begin to revise our thinking about addressing self-stimulatory behaviors in individuals with deafblindness.

Can this behavior be stopped?

In looking for the answer to this question, first take a look at yourself. Try this little exercise. Identify one ofyour

own deeply cherished self-stimulatory behaviors such as cracking your knuckles, humming, sliding a charm on your

necklace, etc. Try to keep track ofhow many times during the course ofa 24 hour period you engage in this behavior.

Then spend the next 24 hours refraining from this behavior. Ifyou succeed, then try to extinguish that particular

behavior for a year. Stop this behavior under all kinds ofcircumstances: times ofstress, times ofidleness, etc. Once

you have completed this exercise, answer the question for yourself. Your answer will either be a resounding "no" or a

"maybe, if' depending on your particular success in completing the exercise.

Children with deafblindness (just like you and me) participate in self-stimulatory behavior to calm, to energize, to

get feedback, etc. Most ofthe time you can't completely extinguish the behavior, and perhaps you shouldn't, because

it does serve a purpose.

Can this behavior be redirected?

Most parents find that their child is more likely to participate in self-stimulatory behaviors when he/she is idle or

stressed. Interacting with your child in some way may break up the self-stimulation. Ifthe behavior appears in

response to stress, finding ways to help him relax (e.g., massage, being wrapped up in a quilt, etc.) may reduce the

amount oftime spent in the behavioryou find inappropriate or harmful. Ifyour child is left alone, however, it is likely he/

she will re-engage in this activity as soon as the opportunity presents itself.

Can this behavior be "contained" by allowing it in certain locations or at certain times?

Some behaviors may present problems because they are considered socially inappropriate. Those ofus who are

smokers have learned to refrain from our favorite self-stimulation behavior on flights, but we all know exactly where to

go in the airport for that last cigarette before the flight leaves.

With some effort, many children can learn to remove themselves to their bedroom or a private place when engaging

in self-stimulation that is not considered socially acceptable. Using calendar symbols to represent this favored activity

and scheduling the activity as part ofthe child's day may help the child refrain from this particular self-stimulation

behavior for increasingly longer periods oftime and stay involved in other kinds ofactivities.

Can this behavior be modified or expanded into more "socially acceptable" self-stimulatory behaviors?

Self-stimulatory behaviors are valuable because they tell youhow your child takes in information. Ifyour child likes

to burrow down inside the cushions ofthe couch, be held or hugged a lot, enjoys massage, etc., you can assume that

he is motivated by information he receives proprioceptively. Ifyour child likes to vocalize, listen to music, or bang

things together next to his ear, you can assume he is motivated by information he receives auditorially.

These behaviors can be used as a way to explore the individual's preferred sensory channels for receiving informa-

tion from the world. With this information we may identify preferred sensory experiences around which we can

develop more "mainstream" leisure activities that our children will also come to view as "leisure." For example, ifa

child enjoys the visual sensation oflights we can find age-appropriate toys that might be motivating to him. In addition

to familiar toys such as Lite-Brite, consider lava lamps, continuous wave machines, lighted drafting tables for drawing,

and even some Nintendo-type games. You might also consider extracurricular events such as visiting arcades,

decoratingwith lights for appropriate holidays or lying inahammock undera tree watching the play oflightthroughthe leaves.

13
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Take time to observe the types ofself-stimulation that your child participates in and when this behavior occurs.

Watch him/her and make notes about what you see and when you see it. Then try to see ifthere is any pattern to these

behaviors that would give you insight to the type or types ofstimulation he/she prefers and the purpose it serves. At the

same time note what types ofactivities he/she finds aversive.

When you have a good understanding about his/her preferences, begin to brainstorm ways that you can offer other

stimulatory activities, modify or expand on the preferred self-stimulation. Ask for help from your child's teacher,

physical therapist, occupational therapist, and others. Look at children ofthe same age, and try to find toys or activities

that may make the self-stimulatory behavior appear more "normal."

Sometimes your child's favorite self-stimulation activity can be modified or expanded in away that will make itmore

socially acceptable. For example, everyone knows the "nail-biters," but do you recognize them when they become

"the manicurists?" Several ofmy friends substitute the more acceptable behavior ofnail care for their favorite activity

ofnail biting. They carry a complete manicure set with them at all times and can often be seen in meetings quietly filing

or clipping a nail. They buff, cream, and polish. They examine their nails for chips, snags, splits. They are rewarded

by others who admire their efforts instead ofbeing held in low esteem as nervous nail-biter types.

You should realize, however, that generally your child will need support from you to seek out these more acceptable

behaviors. Their first preference will usually be for the behavior they have developed on their own.

Can the environment be engineered to make this behavior safer ifthe behavior is detrimental to the child

or those around him/her?

People who like tojump offthings are great examples ofengineering the environment to make a dangerous self-

stimulation behavior safer. These folks (skate-boarders, skydivers, skiers, etc.) have developed elaborate ways of

placing themselves in extremely dangerous activities and surviving. We have industries based on protective clothing

and equipment that will allow them to hurl themselves through space and make a safe landing.

Frequently, the best you can do is provide protection for children who put themselves in danger ofbodily harm by

participating in self-stimulation activities that are excessive to the point ofcreating physical danger to themselves or

others. Splints, helmets and other devices sometimes must be used temporarily to protect the child and others around

him/her.

In addition to providing protection from the effects ofthe behavior, it is important to look at the cause ofthe

behavior. Often times these behaviors erupt in response to real physical problems that the child is not capable of

communicating to you. These behaviors might indicate pain or decrease ofsensation, as in the case ofretina detach-

ment or ear infections. It's very important to the health and safety of the child to seek out appropriate medical

examinations when this type ofbehavior emerges or escalates.

Emotional and environmental conditions may also provoke increases in self-injurious behaviors. One individual I

knew exhibited a dramatic increase in self-stimulatory behavior after the death ofher father. The amount and intensity

ofthe behavior posed concerns for her safety and the safety ofothers. Since there was no physiological basis for her

behavior, the family spent a lot oftime with her looking at pictures ofher dad, going to the cemetery, and trying to

participate in activities that were associated with her father. After a period oftime, the behaviors decreased to levels

that were comparable with the period before her father's death.

Changes in schedules, moves to new environments, and so forth, can also bring about increases in self-stimulatory

behavior. Helping the child anticipate these changes, and providing as much consistency as possible through familiar

routines during times ofchange, may help reduce this type ofbehavior.
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CONCLUSION

Like you and I, children with deafblindness have a need to participate in self-stimulatory activities. Because

their behaviors appear very different from our own and can interfere with learning or become dangerous, they are

viewed negatively by many people. Changing our perception about these behaviors may help us respond to them

in a better way.

There are a number ofways to intervene. Keep the child involved with others during the course ofthe day. Help

him/her contain the behavior, or engineer the environment to make the behavior safer. Schedule times in the day for

your child to engage in the preferred activity. Look at ways the behavior can be adapted, so it will appear more

"normal." Use the information these behaviors tell you about your child's preferred channels of sensory input, to

develop recreational and social pursuits that may be enjoyable for him/her, even ifthese activities will not entirely meet

his/her "leisure" needs. Finally, accept that you will probably never completely extinguish the behavior without having

it replaced by another self-stimulatory behavior. Self-stimulation is common to all humans and serves an important purpose.
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Planning and Supporting a More Active Life at Home
By David Wiley, Transition Specialist, TSBVI, Texas Deafblind Outreach

Editor 's note: While David's article is written about people with deafblindness, the ideas he discusses are

relevantfor a much wider population.

Helping a young person with deafblindness develop an active lifestyle is one ofthe important issues to consider

when planning for the future. People with deafblindness, especially those with additional disabilities, may develop a

routine ofremaining passive and uninvolved with basic life activities around the home, and experience an unsatisfying

use offree time. Families, educators, and any others who work with a young person, all have a role in planning and

supporting a more active life at home.
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WHY AN ACTIVE LIFE IS IMPORTANT

It is important that kids develop the expectation ofbeing actively involved in home life. Wimout this expectation,

children are at risk ofdeveloping a "learned helplessness" that can continue throughout the adult years. Most people

feel that being actively involved in everyday activities leads to a higher quality oflife. A personwho is actively involved

in common daily activities, such as taking care ofthe home and personal care, has several advantages:

1

.

Active participation allows a person to avoid boredom and inactivity.

2. Active participation allows a person to gain a sense ofcompetence and accomplishment.

3. Active participation allows a person to have a greater sense ofcontrol over the circumstances ofhis or her

life and more influence over the way things are done.

4. Active participation allows a person to have more opportunities formaking choices and expressing preferences.

5. Active participation allows a person to have a better understanding ofhow everyday things happen (e.g. how
long it takes for meals to be prepared, or how clean laundry gets back into drawers).

6. Active participation supports communication development by providing a person with more topics to use in

interactions with others.

CREATING OPPORTUNITIES FORMORE PARTICIPATION

When individuals are able to complete activities around the home independently or with minimal supervision, they

should be given opportunities and support to do them. This may involve:

1

.

Giving him or her responsibilities and chances to use current skills in regular household activities.

2. Teaching new skills so he or she can take responsibility for regular household activities.

3

.

Creating new household routines as opportunities for the person to use his or her skills (e.g. create a garden,

get a fish tank, or start recycling).

Partial participation in activities is a way to encourage a more active life for individuals who are not very indepen-

dent. Even when a person is not able to fully complete an activity, he or she should be given the opportunity to

participate at a level in keeping with his or her capabilities. No one should be left out.

Partial participation can involve selecting those steps within an activity routine that a person is able to accomplish

independently, and providing a chance for him or her to complete those steps while someone else completes the rest.

Activity routines should be "task analyzed," by breaking them into small steps and identifying those steps the person

can complete.

When steps cannot be completed independently, people should be allowed to participate in a wide variety of

activities with the support ofprompts or physical assistance from another person. Once a person is actively involved

in a routine, the level ofparticipation and independence can be increased over time, by reducing prompts, adding more

steps, or fading the level ofsupport.

Adapting materials and the environment can allow a greater level ofparticipation. Adapted materials may include

things such as tactile markers on appliance dials, a non-skid surface on a countertop, an electric razor, or a food

processor to cut and stir. Adaptations to the environment include things such as storing materials in consistent loca-

tions, reducing clutter, and defining work spaces clearly.
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CREATING NEW EXPECTATIONS

It is not unusual for someone to initially protest when asked tojoin in new activities. Because daily routines are

familiar, any person might become upset when these routines are disrupted. People may have a sense ofuneasiness

when they skip their morning coffee, miss the evening news, or alter some other routine activity. The difficulty of

starting new routines is very evident to someone who attempts to change diets, stop smoking, or begin an exercise

program.

Being accustomed to a routine ofinactivity may cause a young person with deafblindness to initially resist more

active participation. This is to be expected, even when the new activities are enjoyable, as would be the case ifany

routine is replaced by another. Once an individual becomes familiar and comfortable with new expectations and

opportunities to be more active, however, the new routines will gradually take the place of inactivity. When that

happens, the person will more easily grow to accept and enjoy new chances to participate.

Ofcourse, ifsomeone continues to resist a particular activity over a period oftime, there comes a point when this

must be accepted and honored as the communication ofa preference. Before giving up, however, the person must

have had enough opportunities to participate and fully understand the activity.

FREE TIME CAN PRESENT A CHALLENGE

A significant portion ofevery person's time at home is spent with self-directed leisure. Leisure can be defined as

unobligated time in which people perceive themselves to be free to choose activities they find meaningful, enjoyable,

and intrinsically motivating. During free time, a personmay be given the opportunity to "do anything he or she wants to

do." But what does it mean to "do anything you want?" There are many steps that must be successfully completed

before a person can initiate a leisure activity:

1

.

The person must know how to do a number ofactivities from which he or she can choose.

2. The person must understand the concept offree time, and know that it represents a time to choose for

oneself.

3. The person must know how to make a choice.

4. The person must be able to think of, or have a reminder of, the activities he or she is able to do, and from

which he or she is able to choose.

5. The person must know when the free time will end, and how it fits in with other daily activities and events, as

well as what activities are appropriate within that time frame.

6. The person must be able to locate and get the materials needed to participate in an activity.

Ifany ofthese steps cause a problem, the person needs more support during free time, just as during self-care or

other tasks. When given no support, many people with deafblindness may be unable to successfully initiate a leisure

activity. This can be recognized when someone consistently chooses sleeping, sitting idly, or engaging in problem

behaviors during free time.

HOW DEAFBLINDNESS AFFECTS THE LEVEL OF ACTIVITY

Some problems experienced during leisure time are directly related to deafblindness. For example:

1 . People who are deafblind with multiple disabilities are often unable to enjoy many "old standbys" - simple,

common leisure activities that people often fall back on (e.g. TV, music, books, conversation, sight-seeing

and board games)
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2. Most people are motivated to try new activities they hear about or see others doing, and consequently build

a repertoire ofleisure choices. People with deafblindness often receive less information through modeling and

other sources in the environment. As a result, they may not have many leisure options from which to choose.

3. People with deafblindness receive fewer natural environmental cues that prompt self-initiation and indepen-

dent participation. Most people observe these cues and are reminded ofthe activities they might want to

select when they have free time.

4. People who are not strong communicators may be unaccustomed to making choices, and unable to easily

communicate preferences. They may not be good self-advocates either.

5. Sensory stimulation often takes on great importance. Activities that do not provide sensory stimulation may

not be as motivating.

HOW TO HELP SOMEONE HAVE AMORE ACTIVE LIFE

Enhancing participation and increasing self-initiation is beneficial for a higher quality of life. These steps can help a

young person become more active:

1

.

Create and practice consistent routines that increase participation around the house.

2. Develop and communicate a daily schedule, so the person will have expectations ofwhat will happen.

(Include both "chores" and leisure activities.)

3. "Label" the concept of free time and support concrete choice-making.

4. Support the person in learning about self-determination and self-advocacy.

5. Arrange a system that reminds the person about possible leisure activities.

6. Assess the person's interests, and plan new experiences for him or her to try.

ASSESSING AND PLANNING NEW EXPERIENCES

In assessing interests and planning new experiences, consider the following:

1

.

The person's past experiences.

2. The person's preferences and attitudes.

3. The expectations and interests offriends and family.

4. Opportunities available in the person's home.

After gathering this information, support the person to become more active. Enjoyable and familiar preferred

activities should be balanced with new things a person can learn more about. Honor the person's choices when
possible. When it is not practical to accept a person's preference, because it is inappropriate for some situations,

frustrating to the person, or potentially harmful, help the person by adapting these preferred activities to make them

more appropriate. New skills should also be taught for specific activities, to increase the number ofoptions the person

has, and to provide a larger array ofopportunities to choose from.

The Activity Planning Sheet (page 20) can be used to "brainstorm" new activity ideas. By knowing the young

person's preferences and abilities, and working together to encourage a more active life at home, everyone involved

can help a young person with deafblindness have a more productive and satisfying lifestyle, now and in the future.
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THE PROCESS OF PLANNING AND SUPPORTING A MORE ACTIVE HOME LIFE

Teacher's Role

1

.

Talk to the family and work as a team to determine what routines might work well at home for the student.

2. Work on similar routines at school, and communicate with the family to create as much consistency as

possible.

3. Make sure daily living and independent leisure activities are routinely discussed during IEP and ITP develop

ment.

4. In order to plan effectively, find out about the activity level and typical support available to adults with

deafblindness in their homes.

5. Document both proficiency and preference, and make a list ofactivities the student has tried in the past.

Documentation can be written and/or videotaped.

6. Remember that the family has obligations in addition to supporting the student's active home life. Work,

doctor appointments, other children, home maintenance, meal preparation and relaxation are only a few of

the competing priorities families face.

Family's Role

1

.

Make your child's active participation a regular and expected part offamily life. Try to be as consistent as

possible.

2. Give your child chores, or find ways to include your child in household duties, even ifonly in a small way.

3. Consider all the regular routines that involve your child, and discover some active role for your child in each.

4. Use a calendar or other way to let your child know what is expected every day.

5

.

Help your child make satisfying and productive choices during free time.

6. Develop new ideas with your child's teacher or care providers, and be consistent across different settings.

7. Remember your other family obligations, and find a way to support your child consistently without placing

too much stress on other aspects offamily life.

Other Caregiver's Role (Group Home Staff, Member, Respite Care Worker, etc.)

1

.

Work with the individual and family as a team to determine what routines might work well at home.

2. Make active participation a regular and expected part ofthe young person's life. Be consistent.

3

.

Do things with, not for, the person you are supporting.

4. During free time, help him/her make choices and participate in satisfying, productive activities.

5. When necessary, schedule activities with or for the person. Keep in mind the appropriate level ofsupport

and his/her preferences.

6. Use a calendar or other way to let him/her know and anticipate what to expect throughout the day.

7. Document both proficiency and preference in making a list ofactivities the student has tried in the past.

Documentation can be written and/or videotaped.

o
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Activity Planning Sheet

Developing and Adapting Activities to Improve or Expand Options at Home

1

.

What does the person currently enjoy doing or show an interest in?

2. What might be motivating about this activity?

3

.

Does this activity currently create such a problem that it needs to be changed? Ifnot, skip ahead to Question 5.

4. If so, answer the following three questions:

• Ifthis activity's location creates the problem, how could changing the setting make the activity better?

• Ifthe materials used in this activity create the problem, how could changing the materials make the

activity better?

• Ifthe person's inability to finish this activity completely or correctly creates the problem, how could

changing the expectations or level ofsupport make the activity better?

5

.

What are five new activities that could be motivating or interesting to the person, based on the qualities listed

in Question 2?

Planning& Supporting a More Active Life at Home • David Wiley, Texas Deafblind Outreach

A Personal Journey to Literacy

By JeffMoyer, Highland Heights, Ohio

<www.jeffmoyer.com>

Editor 's note: JeffMoyer is a true renaissance man - songwriter, author, passionate public speaker, pub-

lisher, and champion ofthe dignity ofall people. His unique blend of humor, music, andpowerful ideas has

been heard by audiences in 46 states, in Australia, throughout Canada, and in the Virgin Islands. Moyer s

published books ofclassroom activities and his new musical How Big Is Your Circle? are at work in schools and

communities worldwide, promoting acceptance ofdifference, genuine community, and overcoming exclusion,

ridicule, and violence. Jeff's six albums ofrecorded original music span many styles, themes, andforms, but

share the common attribute oflifting high the dignity ofthe human spirit and showcasing the thought, depth,

and heart ofthis talented and versatile musician. His entertaining, moving, and uplifting keynotes make him

a popular and sought-after conference presenter for diverse audiences at both national and international

meetings. Texans may remember Jeffas the keynote speaker at last spring's TAER conference, orfrom the

Future Horizonsfamily workshop in Galveston. Outreach spoke with Jeffat TAER about his experiences with

different media and his definition of literacy. Ifyou would like to know more about Jeff visit his website at

<www.jeffmoyer. com>.
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1. Tell us about your transitions into different learning media and what you use now.

I had full vision until I was five years old. I remember studying print wherever I saw it, and I eagerly awaited the day

when I could master the ease and wonder ofreading. When the day came to enter kindergarten, I brimmed with

excitement. Throughout the school there was printing on bulletin boards, classroom blackboards and books were

everywhere. By first grade, when print reading and writing was introduced, however, the early deterioration ofmy
retinas was beginning to impactmy ability to see detail. I remember being unable to see the print in the giant Dickand

Jane reader that sat on the table in the front ofthe classroom, and the necessity ofholding my reader closer than

anyone else in order to read. Whenmy parents observed, after a life-threatening bout ofmeasles, that I was not seeing

normally, they were told by an optometrist that I wanted to wear glasses, and that there was nothing wrong with my
vision. My father insisted that I not pretend, and I would snap the funnies to normal reading distance when he entered

the room. In second grade, I was taken to an excellent ophthalmologist who began seeing me twice a year.

The grim march ofvision loss continued with devastating results onmy ability to read normally or easily. Throughout

elementary school, the twin forces ofincreasingly smaller print and greater volume ofreading, and my slowly eroding

vision made schoolwork difficult, frustrating and disheartening. My dad bought every drug store magnifier he could

find, I was prescribed bifocals that did very little good, and I felt like a drowning swimmer. The perplexed ophthal-

mologist scratched his head about the cause, but validated and documented the death ofmy retinas.

At age 11,1 had crossed the magic threshold oflegal blindness and two powerful things occurred. First, I was seen

at a low vision clinic where I picked out a powerful magnifier for books and a telescope with which I could read the

blackboard. These tools were wonderful and I remembermy elation sitting in the clinic learning to use them. But using

devices that look strange and are not understood by other students kept me from using them under anything but

required circumstances. I can still feel the flush ofembarrassment as I pulled the opera-glass monocular out ofmy gym
bag to read the board from the front row or read a test withmy thick magnifier. My reading was now possible but slow,

fatiguing and even painful, and I realized that creeping along with my magnifier was not going to get me through the

volume ofreading ahead ofme.

i

My mother stepped in and began to read to me: a very welcome relief. At the same time, I was enrolled in the

Talking Book program, and the world ofeasy, effortless, and boundless reading opened to me like a prairie. I would

spend Sunday afternoons and many evenings reading book after book, and I relaxed and read and read.

That same year, I was pulled out ofmy local elementary school and placed in another district with a resource room

and a special education teacher. Braille was introduced, and I remember the shame and pain that accompanied that

year. No counseling or support was offered concerning the trauma and griefoflosing vision, and my fear ofblindness

kept Braille at bay with steel cables ofcomplete resistance.

Despite the best efforts ofdear old Miss Stone, my Braille teacher, I refused to genuinely apply myselfto the work

under hand. Thejudgment ofMiss Stone, a social worker and my parents was that I was not "ready" for Braille. In

retrospect, the reality was that there would never again be the opportunity to learn Braille under the instruction ofa

teacher and with time committed to surmount the learning itself.

The school did have large print books, which I despised. The books were oversized, and I read smashed to my
magnifier flat on the page. It was impossible to maintain a comfortable posture while reading the wide and long pages

ofthe books. Reading withmy magnifier always caused neck and back pain and ultimately chronic postural strain.

Miss Stone did teach me to type, and I took to the old Royal mechanical typewriter like a serious student ofold

Master QWERTY. After that one year in sixth grade, I never read a large print book again, but I sure started typing

21



and never looked back. I typed onmy large print typewriter and found it better than small print. Reading a page or so

oftyping wasjust another slow and glacial reading task. In any case, I think we got rid ofthat old beauty when I was

in high school, and I traded the large print machine for a trim portable manual with regular type. I would checkmy
place and make corrections with a high power magnifier which was needed, in any case, to read large print.

I was returned to public school and fellow students were paid to read to me at school and at home, and the

accommodation ofhaving certain tests read aloud to me athome or in a teacher's office. Actually, I use readers at least

some ofthe time to this day.

By tenth grade a reel-to-reel tape recorder sat on my desk in my room and I listened to all my textbooks, read by

the National Braille Press. Stronger and smaller magnifiers allowedme to read for short periods, and I even took timed

tests, but not very successfully without accommodation.

During my college career, cassettes became a part ofmy reading world and have stayed a constant companion,

initially supplementing, and then replacing, reels oftape and records.

I began using CCTVs in the early seventies, and was blown away. I could see easily to read and write, although not

for bulk reading. I had hoped that those amazing devices would free me tojump onto print and finally read effortlessly.

I even convinced the State ofCalifornia Department ofRehabilitation to buy me a system for college. I presented a

cost/benefit analysis showing how much money would be saved over reader service. Alas, with the magic box I was

still not able to read volumes oftext, but I was able to readmy notes without effort and study without postural strain and

discomfort. After school, I continued to use CCTVs on thejob, including two camera systems for monitoring typing

and reading simultaneously.

I worked for several years at Telesensory Systems Inc., and while there I became one ofthe first individuals to use

a computer that generated enlarged characters. The engineering department where I worked doing human factor

studies on new technology used a massive development computer, that included programs for word processing and an

intriguing computer game called Dungeons and Dragons. A friend wrote a program that "painted" the screen with

greatly enlarged characters. This gave me access to writing and even to the addictive adventure game. I didn't know

the program code, so my writing was not editable, but I certainly did use the capacity. I would give the print command

to the computer and printer in another room and then go and retrieve the grants, reports, teaching materials or whatever

I was working on, tear offthe sheets, and give them to my secretary to re-type on an electric typewriter. Talk about

repetition!

In 1 984 1 obtained a new portable computer called The Viewscan. It was a wonderful system, with a right to left

scrolling orange on black computer screen. Many presentations were written and read using that magic box. Butmy
retinas were losing the battle against slow death and within a few years the system became unusable. I still kept a

CCTV on my desk and would use it for straining to see very limited text, but my desktop computer use had morphed

into voice output, augmented by enlarged characters.

In 1 988 1 obtained a Keynote, a highly portable word processor with voice output. For the first time, I could write

and read my work without effort. I am a songwriter and poet. At the time I was also writing many grants, articles for

publication, and the other sorts ofbusiness communication required ofan ambitious young administrator. Books were

mine through cassettes and the elegant little players that had evolved. But for me, reading is as much about readingmy
own writing as it is reading books. So computers that gave me the ability to freely write and edit, review and refine,

were a dramatic boost to my overall literacy. The technology has changed for me, but I still use voice output computers

exclusively and love the freedom and power they provide.

Ten years ago I severely damaged my hands through overuse, typing, guitar playing, and carrying my portable
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computer back and forth from work. Repetitive strain injury is the leading workplace injury these days, and I found

myselfwith very painful, limited hands. I can't type on a regular keyboard, lift a suitcase, shake hands, clap, or do

anything else that requires much finger grip and articulation. I moved to a Braille 'n Speak and now a Voicenote due to

the Braille keyboards that require less finger torque and range ofmotion. Technology saved me once again.

Several years ago I began using the Kurzwiel Voice for input into my desktop computer. This has proven to be an

excellent, albeit tedious, method for input and data retrieval, and is a great step forward when paired with a screen

reader and voice synthesizer.

2. Do you consider audio input as a literacy media?

Absolutely. One needs to know how to write, spell, think critically, digest, and absorb the written word, but I have

been reading through listening for over 40 years. From sixth grade through graduate school and throughout my busy

and varied career activities, live readers, tapes, computers and scanners have been my key to the wondrous world of

ideas and communication. I have listened/read avidly since childhood and have been a writer ofone sort or another

throughout my life. The fact that my Braille skills are limited to Grade One input and the labeling ofitems in short,

simple notes is beside the point.

Literacy should include the ability to read and write. Thanks to technology, those ofus who did not have a solid

education that included Braille instruction can still compete and share in the discourse between people. Across time,

that is the hallmark ofliteracy.

I do believe that children need to be taught a literacy media that is portable and efficient. Today's technological

tools have provided the means through which we can now easily write and read using small portable systems that

generate refreshable Braille, synthetic speech or enlarged characters. As long as one is competitive, actively learning

and gaining independence and learning skills, does it matter ifa tool is used? Some might argue that reliance on

technology is not literacy. Is reliance on a wheelchair not mobility?

Braille and print rely on literacy through the fingers and eyes. I am a highly literate person, relying on literacy through

the ears.

I'm Reading with my Ears

I'm reading withmy ears

you know, I'm reading what I hear

The words I read fulfill my need.

They make ideas clear

I'm grateful for the faculty communication here,

I'm reading what I'm hearing,

yes I'm reading with my ears.

I'm listening with my eyes you know,

I'm hearing what I see

The signs and faces ofmy friends

make it quite clear to me
I'm listening withmy eyes

to all the language that I see

I'm listening withmy eyes,

your hands are speaking right to me.

I'm looking with my hands you know,

I'm seeing what I feel

When I can touch it means so much,

it makes concepts come real.

I'm seeing with my hands -

all that I touch I really see Ideas rush.

It makes sense to touch.

It makes it clear to me.

I'm livingmy own life.

You know, I'm living my own way
The differences in how I do don't need get in the way.

The only blocks I face

are those within some people's minds

I'm living free inside ofme.

I've left my fear behind.

23 (c) JeffMoyer 1996
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Whatever Works
By Peggy Brisco and Jeri Cleveland, Special Programs Teachers .-,

Texas School for the Blind and Visually Impaired

Editors ' note: We asked Peggy Brisco and Jeri Cleveland, Special Programs teachers, to give their defini-

tion of literacy. They have been classroom teachers at TSBVI, and now are the teachers who work with

students who comefrom districts across Texas to attend one-week short-term programs.

One aspect ofthe conventional view ofliteracy is that readers and writers must be able to directly access print or

Braille with eyes or fingers. This traditional perspective also defines parameters for spelling, grammar, rate and grade

level. Our opinions have evolved over the past twenty-five years ofcombined experience teaching children with visual

impairments. We now believe that the established view ofliteracy is far too constraining. By limiting the media and the

senses employed, we ignore the fact that a large part of literacy is the ability to create, manipulate and synthesize

symbolic language. Also implicit are the ideas that people who cannot use print or braille are less intelligent and that

functional literacy activities are less valuable than more academic ones.

This narrow focus does not honor or facilitate the associations among language, literacy, intelligence and function-

ality. Working with students who struggle with literacy learning, we discovered that concentrating on functional tasks

and accepting auditory input and output as a literacy medium were the most successful strategies. We were able to give

students credit for the intelligence and vocabulary to create and understand written information, even when they

couldn't access it in traditional ways.

The term "functional literacy" carries a load ofnegative stereotypes that need to be dropped. We tend to see it as

the last resort in education, and this implies that the parents, teachers and students have failed. Educators tend to focus

exclusively on academic literacy and leave students to figure out how to use the skills to do functional tasks on their

own. Actually, functional literacy is the basis ofall literacy. When we make it the core ofliteracy instruction, there are

some very useful natural outcomes.

Chiefamong these outcomes is that students make connections between literacy and everyday life. When those

connections are in place, students can often progress farther and faster in literacy learning. We have found that when

students become functionally literate and learn to value those skills, they are often able to move more successfully into

academic literacy.

We have observed these positive outcomes repeatedly among our students. One young man came to us at the age

oftwelve, knowing how to type Braille letters using a brailler. He had not made the connection between sound and

symbols, nor could he identify the letters he typed. He felt that he had failed in literacy learning, and he detested any

and all literacy activities. In other ways this young man was an avid learner, full of curiosity and questions. We
introduced this young man to a Braille 'n Speak classic, a very simple portable word processor with voice output. In

the interactive mode, this device will speak the words typed when the space bar is pressed. For the first time this

student was able to understand the connection between the symbols (he felt he was being "tortured" to learn) and

words. He became an excellent inventive speller. In a very short time with the aid ofthe Braille 'n Speak's "read by

line" function, this student grasped that written words could actually be put to together into ideas. After this there was

literally no stopping him. By winter break he had independently written a short story that he was downloading into the

devices ofother students. He was also using his Braille 'n Speak to access the Internet for information and e-mail. He
soon found that phonetic spelling was not adequate for doing Internet searches, and that is when he recognized the

need to learn standardized spelling. Suddenly the world ofinformation technology was open to this student and he was

able to independently satisfy his curiosity. This also helped improve his social acceptance, because he was no longer

constantly asking questions ofthe people around him. Years later this student is still able to readjust a few braille sight
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words with his fingers. Yet, with his abilities to access and relay information using the written word, can we really

classify this young man as illiterate?

A more inclusive definition ofliteracy incorporates the following ideas:

• Print, braille, recorded materials, adaptive technology and tactile, visual and auditory symbols are all valid

literacy media.

• Literate people use these media at a variety oflevels ofabstraction and fluency.

• Literacy involves the ability to use specialized skills and tools to access and relay information, and to commu-

nicate with oneselfor others.

• Literacy facilitates our ability to perform necessary tasks ofdaily life and participate in recreational activities

(including reading and writing for pleasure).

Many people are using technology and recorded texts to accomplish literacy tasks at both functional and advanced

academic levels. Clearly, JeffMoyer is a literate person, who uses a personalized combination ofmedia and tools to

perform a wide range ofliteracy tasks (see previous article). Choices ofmedia and tools are highly individual and will

probably change with time, setting and activity. It is the educator'sjob to help students reach the highest degree of

literacy possible, and find the optimal combinations oftools and media. This involves a great deal of creativity,

experimentation and flexibility on the part ofboth teacher and student.

Adopting a broader view ofliteracy facilitates, rather than threatens, the development ofliteracy skills. Acquiring

literacy involves a continuum of skills that range from the fundamental connection oflanguage and symbols to fluent

reading and writing. More than being a hierarchy of skills, we believe this continuum contains an important array of

literacy tools and media that remain useful across time and circumstance. This array of literacy options is akin to a

menu that we make selections from, depending on the task at hand. A fluent reader continues to use basic symbols and

labels to mark appliances, organize the pantry, identify personal possessions, etc. Ifyou stop and think about it, most

ofthe literacy tasks that adults do in the course ofa day are simple, functional activities like lists, labels, short memos
to selfand others, recipes, directions, schedules, calendars, and so on. By expanding the definition ofliteracy we give

educators and learners permission to use all available tools, methods, skills and abilities. We also acknowledge the

value ofall literacy skills, at whatever level students are able to master them.

o

New Technology for Blind and Visually Impaired Students

By Holly Cooper, Technology Consultant, TSBVI, Outreach

One ofthe things we do here at Outreach is learn about new technology products, and try to share that information

with parents and professionals. There are currently some new note takers, CCTVs and software available on the

market we thought might be ofinterest to our readers. Most ofthese new devices are designed for academic students.

There is, however, one software product that is also useful for students with additional and more severe disabilities.

BrailleNote: There has been an explosion ofnew devices and new revisions ofexisting devices in the world of

notetakers. The newest ofthe note takers is a completely new family of products available from Pulse Data Interna-

tional. These include BrailleNote QT, BrailleNote BT, VoiceNote BT and VoiceNote QT. All ofthese devices are

built on the Windows CE operating system, and include a built- in modem, standard computer ports, type II PCMCIA
slot, support for standard POP3 e-mail services, and Active Synch. For the first time, students can send and receive

e-mail (includingMS Word attachments) with their note taker. Another notable feature is Active Synch, which allows

the user to easily share files between note takers and computers. For more information, see <www.humanware.com>.
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Blazie: Significant revisions to existing Blazie products are now on the market. These note takers continue to

support familiar features such as spell check and word processing. They now, however, also include a built-in modem

for POP3 e-mail and internet access, programmable scrolling wheels, and a backspace and enter key. The program-

mable scrolling wheels are designed to allow the user to scroll by line, sentence or paragraph. Both the BrailleLite

Millennium 20 and 40 now come with software called Connect Outloud. Connect Outloud is a product ofHenter-

Joyce (the manufacturer ofJAWS) which allows Internet access using MS Internet Explorer and e-mail. Connect

Outloud works with the built in Microsoft Outlook Express e-mail client. The software also has a built in word

processor. All ofthese features include the Eloquence speech synthesizer usually found in JFW (JAWS). For more

info, see <www.freedomsci.com>.

Flipper: The Flipper, manufactured by Enhanced Vision Systems, is a small CCTV with a camera size ofabout 2

by 3 inches and a small, lighted microscope-like stand. It has the ability to focus on both a desktop and chalkboard

with the flip ofthe camera. The Flipper can be hooked up to any TV monitor, but requires an adaptor for connection

to a computer monitor, which entails additional cost. For a photograph and additional information, see

<www.lvproducts.com>.

Clarity: The Clarity Classmate CCTV is a comparable small CCTV made by Clarity Solutions. Connecting the

camera to the stand is more difficult with this device, and a special lens must be slid over the camera to change from

near to distance viewing. The Clarity, however, does not require a special interface to connect with a computer

monitor. For additional information and photographs, see <www.clarityaf.com>.
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Clicker 4: Clicker 4 is a software product developed for the general education population that is also very useful

for single-switch blind and low vision students. The software is advertised as a multimedia word processor, and it is

similar to an onscreen version of Intellitools. Clicker 4 can be used in an auditory scanning mode with a single switch

user. Using teacher-made and parent-made "grids," the student can write stories, access talking books, and write e-

mail. It can be used as a simple, computer-based augmentative communication device. This product is very exciting,

and it has potential for use with VI students who have additional multiple disabilities. TSBVI Outreach will be offering

training to interested new users. Clicker 4 is available in Mac and Windows versions. See <www.cricksoft.com>.

Connect Outloud: Connect Outloud by Henter-Joyce is a simplified version ofJAWS. It can speak in English or

Spanish. It works only with MS Internet Explorer, MS Outlook Express (e-mail), and built in word processors. The

most exciting things about this program are its simple to use interface, inexpensive price, and its similarity to JAWS.

This allows for ease oftransfer of skills, as student's educational needs change. See <www.fredomsci.com>.

Otosclerosis: The Silent Thief

Juanita Fletcher, Children's Caseworker

Texas Commission for the Blind, Victoria, Texas

Editor's note: I would like to thank Juanita for sending us this article. Although this disease does not

usually occur in children, wefelt it might be ofinterest to our readers. Typical age ofonset ofthe hearing loss

associated with otosclerosis is between 30-50 years ofage, according to Bobby Alford with the Department of

Otorhinolaryngology and Communicative Sciences on the Baylor College of Medicine website <http://

www. bcm. tmc. edu/oto/otologyprimer/otosclerosis/Otosclerosis. html>.

I have otosclerosis. Otto what?

Like most people, I had never heard of this nasty but very common little disease. I did know that I had terrible
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earaches for years, but when I'd go to the doctor, they would say there was nothing wrong. I also knew I lost my
balance easily, fell offladders, and sometimes seemed to sway or stumble when I walked. I had unexplained dizzy spells.

People said I didn't listen. But how could I listen, when I couldn't hear? They'd laugh at me when I mispronounced

words and ridicule my incredibly poor spelling. How could I pronounce and spell words properly when I couldn't hear

part ofthe sounds?

Interestingly, all ofthese supposedly unrelated problems are caused by the same nasty disease - otosclerosis.

Otosclerosis does a lot ofdamage in a number ofdifferent ways. Cochlear otosclerosis causes the tiny filaments in

the cochlea that transmit sound to the auditory nerve to harden and die. Stapedial otosclerosis causes a spongy, bony

growth to take over the ear cavities thus locking one or all ofthe three tiny bones that vibrate to produce sound waves

- the stapes, incus, and malus. Unfortunately, even when the growths are surgically removed, they can come back.

Otosclerosis sneaks up on you because the hearing loss is so gradual. Like a lot ofpeople who have otosclerosis,

but don't know it, I learned to informally lip-read and use facial expressions and context to help me figure out what

people were saying. I did pretty well as long as the person was speaking in a moderately normal tone ofvoice and

directly to me. If, however, they talked softly, turned away or talked behind my back, I heard nothing but random

sound.

Unfortunately, just as glasses cannot correct colobomas or severe visual field loss, hearing aids can't completely

correct all hearing losses caused by otosclerosis. Just as no amount ofmagnification will provide sight in those gaps

caused by a visual field loss, amplification won't enable people like me to hear all of the sounds lost to cochlear

otosclerosis. Hearing aids do help but, like glasses, they are not perfect.

To give you an idea ofwhat it is like to be hearing impaired, here is what I might hear ifa soft-spoken person said

this sentence, or said it behind my back:

"Tu gi o e ida ov wat it iz Ik to be erin impard, er iz wat I mit er iv a oft-oken peron er to ay tiz entnz er

wr tu ay it bhnd mi bak
"

Because otosclerosis can strike at any age, it's important to recognize the warning signs and get treatment as soon

as possible.
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Children and adults who complain offrequent ear infections when none are apparent, may well have otosclerosis.

Balance problems or unexplained dizziness are other indicators ofthe disease. And surprisingly, those terrible, rude

people whojust don't listen, and kids who disrupt the classroom when they're sitting in the back and you're talking to

them from the front, may not be rude or terrible after all. Theyjust might not be able to hear because this nasty spongy

stuff is growing in their ears.
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Early diagnosis and treatment is crucial. Fluoride can retard or slow the damage done by cochlear otosclerosis.

Surgery can remove the growths. The incus, malus, and stapes can be repositioned or replaced. Hearing aids, phone

amplifiers, and other devices can help restore some hearing. Organizations like the Texas Commission for the Deafand

Hard ofHearing, and SelfHelp for the Hard ofHearing, provide a wealth ofinformation about resources and support.

The most important thing is to know is that this nasty little disease exists. When a doctor tells you there is no reason

for your earaches, your balance problems or your minor hearing loss, insist that he/she find a reason or find another

doctor. Had I done so years ago, I'd likely have a lot more hearing than I do.
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Cytomegalovirus - Parent to Parent Support

By Kate Moss, Family Specialist, TSBVI, Texas Deafblind Outreach

In looking at the 2001 Texas Deafblind Census, I became aware that twenty-seven (27) children on the Census

were identified as having become deafblind as a result ofCongenital Cytomegalovirus or CMV. This often benign

infection which results in mild flu-like symptoms for most individuals, can have devastating consequences for the child

who contracts the disease in utero. I recently became aware ofa great website provided by the National Congenital

CMV Disease Registry in Houston. This website can be found at <http://www.bcm.tmc.edu/pedi/infect/cmv/

index.htm>. One ofthe features ofthis website and organization is a Parent to Parent connection service. This contact

is meant to help parents by facilitating information exchange and general support. Anyone who is interested may join

this group ofparents. You simply need to visit the website and complete the information request form, oryoumay write to:

National Congenital CMV Disease Registry

Feigin Center, Suite 1150

1102 Bates Street, MC 3-2371

Houston, Texas 77030-2399

The National Congenital CMV Disease Registry also provides a variety ofother services families might want to

know about, such as fact sheets and interesting articles on CMV, questions and answers, a newsletter, links to other

resources and information on current research.

Ifyour child has been disabled by congenital CMV infection, you may want to connect with this organization. Ifyou

are a professional working with children who have CMV infection, visit the website to learn more about this disease.
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Update on Short Classes at TSBVI
By Dr. Lauren Newton, Principal of Special Programs, TSBVI

Short Classes at TSBVI are offto a running start this year. These one-week classes are designed for academic,

visually impaired students who attend school in their home district, but would benefit from intensive, individualized

instruction on certain IEP objectives. TSBVI staffprovide one-to-one instruction in any area related to the expanded

core curriculum for the visually impaired. Tutoring on homework is provided to prevent students from falling behind

while attending classes.

Due to large enrollment during our first year, the Texas legislature provided funding to add a third teacher, a teacher

aide, and additional program funds. The classes for the current school year are listed below. We fill the classes on a

first come, first served basis, beginning as early as the spring ofthe prior school year. Please call me at (5 1 2) 206-9 1 1

9

to discuss programming for your student.

1. Disability-specific workshops with a pre-determined curriculum

• Independent Living Skills Two programs - each scheduled for two 3-day weekends

High School Students (ages 16-22)

September 6 - 9

October 4 - 7

Middle School Students (ages 12-15)

March 21 -24

April 25 - 28
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Technology Weeks (secondary students) Each program is one week in length

Fall: November 11-16

Spring: February 3-8
Braille 'n Speak

JAWS

• Math Week (students going into algebra or geometry) November 25 - 30

• Issues in Low Vision (described below) May 1 - 5

2. Instruction on Student's IEP objectives, selected by LEA & TSBVI

• September 16-21

• October 21 -26

• December 9-14

• January 13-18

• February 24 - Mar 1

• April 7 -12

High School

Middle School

Elementary School

High School

Middle School

Elementary School

New Class in Low Vision: Ifwe can get enough students, we would like to add a new class from May 1 - 5 for

secondary students with low vision. This class was inspired by last summer's Texas Focus conference, which ad-

dressed the special needs ofstudents with low vision. The class will address issues such as: self-advocacy, classroom

modifications, choices in low vision aids, issues regarding reading medium, unique mobility issues, driving issues,

understanding and explaining your vision, and social-emotional issues. Ifyou are interested, please call as soon as

possible, so we will know ifwe have enough students to develop this class.

What Does This SBOE (State Board ofEducation) Rule Mean?
By )ean Robinson, Family Specialist, TSBVI, VI Outreach

§89.1096. Provision of Services for Students Placed by their Parents in Private Schools or Facilities

(d) Parents ofan eligible student ages 3 or 4 shall have the right to "dual enroll" their student in both the public

school and the private school beginning on the student's third birthday and continuing until the end ofthe school year in

which the student turns five, subject to the following.

(1) The student's ARD committee shall develop an individualized education program (IEP) designed to

provide the student with a FAPE in the least restrictive environment appropriate for the student.

(2) From the IEP, the parent and the district shall determine which special education and/or related services

will be provided to the student and the location where those services will be provided, based on the

requirements concerning placement in the least restrictive environment set forth in 34 CFR, §§300.550-

300.553, and the policies and procedures ofthe district.

(3) For students served under the provisions ofthis subsection, the school district shall be responsible for

the employment and supervision ofthe personnel providing the service, providing the needed instructional

materials, and maintaining pupil accounting records. Materials and services provided shall be consistent with

those provided for students enrolled only in the public school and shall remain the property ofthe school district.
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These provisions state that when two-year-olds leave ECI programs, their parents and school districts have the

option ofconsidering alternative settings to the Preschool Programs for Children with Disabilities (PPCD) classrooms.

Typically, your child's peers don't attend a PPCD class unless they have a developmental delay. Therefore, the natural

environment for your child may be a Parent's Day Out at your church, a Head Start or Early Head Start program, a

private nursery school, or a child care facility. Your child can receive vision services, along with other special education

services, in this alternative setting. Your child does not have to attend a school setting five days a week, but you can

consider a combination ofPPCD and private child care. Many toddlers with low vision or blindness benefit from

playing with their typically developing peers. The child care staffcan receive disability-specific training and materials if

needed. CCMS (Child Care Management System) provides funds for low-income families ifa parent is actively working, in

training, or attending school. This community-based program is funded by the Texas Workforce Commission. You must

contact your local child care facility or local Texas Workforce Commission office to apply forCCMS funds.

Lessons from Geese

By Terry Murphy, Executive Director, Texas Commission for the Blind

It was 1 03 degrees "warm" in Austin yesterday in my backyard. I'm ready for August to end, so I'm taking today

to write my fall article for SEE/HEAR. Just the thought of fall makes me feel cooler. Fall is a time ofrefreshing change

and movement. By the time this gets published, classes will be full ofnew faces, parents will bejuggling their work

schedules with school activities, nature will be preparing itselffor winter, andTCB will have launched itselfinto its new

fiscal year plans.

While looking around for some inspiration for a planning meeting a while back, I came across an article a colleague

sent me entitled "Lessons from Geese" - which I've borrowed for my own use today. It's a short article that made its

rounds in leadership development circles in recent years. Most sources attribute the work to Milton Olson. Inspired

by migrating geese late one fall, Olson says that humans can learn a lot by studying our feathered friends' interrelation-

ships during their annual pilgrimage. The article includes a list offacts about geese and lessons for us. Fact One and its

coupled lesson are my favorite:

Fact One - As each bird flaps its wings, it creates an "uplift" for the bird following. By flying in a "V" formation, the

whole flock adds 7 1% greater flying range than ifthe bird flew alone.

Lesson - People who share a common direction and sense ofcommunity can get where they are going quicker and

easier because they are traveling on the thrust ofone another.
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That last phrase could be an action motto for the Texas Commission for the Blind and our partners and allies in the

field ofrehabilitation and blindness. "Traveling on the thrust ofone another" is such a vivid, accurate way to describe

the value ofthese relationships.

Case in point: The Commission and the Texas School for the Blind and Visually Impaired are preparing to "fly"

together on an important project soon. We plan to initiate a joint program to provide educational and vocational

training for those blind high school graduates who still need intensive remediation in order to cultivate the skills, attitudes

and opportunities necessary to meet the demands ofadult living.

In our August board meeting, Dr. Phil Hatlen, TSBVI Superintendent, spoke to TCB's Board members about the

program from TSBVI's viewpoint. Dr. Hatlen stated that an estimated 500 blind or visually impaired students graduate

from high school across Texas each year. For varying reasons, some ofthese graduating students have not had the
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opportunity to receive an expanded core curriculum that included social, independent living and vocational skills. In

addition, for some students, academics may not have been stressed as intensely as they should have been. The

program will target these students who need to be better prepared, both academically and experientially, in order to be

successful when venturing out into the world ofwork and the community.

From our viewpoint, studies have shown for years that students with visual impairments have traditionally been at

risk for failure in securing employment right out ofhigh school. One study I read a couple ofyears back reported the

dismal statistic that only 30% ofgraduating students were working in a two-year period following school. To get the

program offthe ground, the Commission is working out the final details for selling some property we are no longer using

for consumers because of its age and upkeep costs. Funds received from the sale would allow four apartments to be

built on property owned by TSBVI on 49th Street in Austin.

The dual goals of the program are to provide students with training in the specialized skills ofblindness and to

remediate academic deficiencies. Skills training will focus on areas such as travel, communication, independent living,

personal adjustment, career development and the acquisition ofsupport systems. These components reflect the mini-

mum expectation ofcompetency held for all participants, and are necessary to confidently meet the challenges ofadult

living. Students will be expected to have the opportunity to live independently, manage their budget, do their own
shopping, and access needed community resources - all within a supportive environment which facilitates and encour-

ages selfdetermination and team work. Individualized goals will be developed through assessment, exploration, and

experiences which incorporate each student's individual strengths, interests, and abilities. Overall, this program be-

lieves in the potential ofstudents who are blind, and with the proper training, philosophy and expectation, dreams are

conceived, achieved and believed.

The proposed program received unanimous support from TCB's Board in August, and we're looking forward to

the flight with TSBVI. Look for details in future SEE/HEAR articles.

When Need and Opportunity Meet
By Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

So many times in our lives, a need exists, but there is little or no opportunity to meet that need. At other times, the

opportunity to do something is there, but there is no apparent need. These are, at best, frustrating experiences!

We now have a situation in which a need has been identified, and the opportunity to do something about it exists.

Pretty exciting, isn't it? The Texas Commission for the Blind (TCB) and the Texas School for the Blind and Visually

Impaired (TSBVI) have begun serious discussions regarding the initiation ofa post-secondary program for blind young

adults. These young people, between the ages of 1 8 and 22, are often ill-prepared to move from school and family to

community, independence, and employment. Often they are in need ofremedial academic education, ofadditional

orientation and mobility instruction, ofindependent living skills, ofsocial skills, and ofvocational preparation. A unique

marriage ofthe skills available fromTCB and TSBVI seems a perfect match for the potential needs ofthese young adults.

This is a dream that I have carried from California to Austin. Many years ago, my colleagues and I in California

noted that many blind and visually impaired young people who were graduating from high school did not seem to be

able to make the move from parent's home into the community. Further, they seemed to lack skills in daily living and

social interaction that were basic to assimilation into the community. I'll never forget sitting at a table in a restaurant in

Berkeley, California, in 1 969, with two colleagues. We were all wondering why the bright and capable blind students,

graduating from local high schools in record numbers, were not moving out into the community, making social contacts,

becoming employed. It didn't take us long to figure out that the early local school programs did a goodjob in most
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academic learning, but generally neglected the disability-specific needs ofthese young people. They were not capable

ofliving independently, they had nojob knowledge, nor skills, and while their academic skills were sometimes good,

they didn't know how to apply academic learning to real life. So, they sat at home, waiting for the next agency to save

them.

In 1 972 the Living Skills Center for the Visually Impaired opened in San Pablo, a suburb ofthe San Francisco Bay

Area. Recent high school graduates who were blind moved into apartments and began a transition program before the

word "transition" was heard in special education. They received academic instruction when needed, living skills,

orientation and mobility, social skills, and vocational instruction in a real-life setting. Suffice it to say that this program

has been a tremendous success over the years, and is still offering one ofthe most effective, unique post-secondary

programs in the country.

At last we have an opportunity to bring a similar program to Texas. Funds from TCB and from TSBVI are being

used to build a four-unit apartment building at the back ofthe TSBVI property. A committee with representatives from

both organizations is currently meeting to develop program and curriculum. The Boards ofboth organizations have

enthusiastically endorsed this new endeavor. At last the newly graduated blind young person will have someplace to go

that will address her/his unique needs as a congenitally blind person. At last this young person will have the skills and

confidence to move into the community, and the self-esteem to become a part ofthe social and economic structure

where she/he lives.

There is much work to be done on the program and on a funding pattern. We expect ground-breaking on the

apartment building in early October, with a completion date in the Spring. We may be ready for the first participants in

late Spring or Summer. It finally looks like opportunity and need are meeting, and blind young people will be the beneficiaries.

Legislative Update
By Cyral Miller, Director of Outreach, Texas School for the Blind & Visually Impaired

Every two years, the Texas Legislature creates new laws and modifies old ones. Although several bills generate

public comment and publicity, the majority are passed without fanfare. Below is a sampling ofa few legislative

initiatives you may not have heard about, with implications for persons with disabilities. Ifyou would like more

information, a great source is the Texas Legislature Online, on the web at <http://www.capitol.state.tx.us>. You'll find

information there on legislators, legislative action in general, the entire text ofeach bill, an analysis of its meaning and

many related resources and links. Much ofthe information for this article came from this source, as well as the Texas

Governor's Committee on People with Disabilities website at <http://www.govemor.state.tx.us/the_office/gcopd_div/

main.htm>.

(/} SB1196 addresses school discipline and has new language about enforcement ofbehavior plans and special edu-

^ cation students. This bill amends the Education Code, to prohibit placing students alone for any period oftime in a

M confined area without the ability to leave.

z SB 1735 also amends the Education Code, to ensure that disciplinary actions for students with disabilities involving

0^ change ofplacement receive review by the ARE) committee, and are in line with federal law and regulations for students

y. in special education. Sec. 29.0 1 7 ofthis bill addresses the transfer ofparental rights to students with disabilities who

^ are 1 8 years old or older. These students have the same right to make educational decisions as a student without a

^ disability, except that the school district is required to provide notices to both the student and the parents.

W
z
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HB 1144 establish new rules regarding the state educational accountability system, and establishes a new master

mathematics teacher certification program, to be created not later than January 1 , 2003 . The bill requires the Commis-

sioner ofEducation to develop and make available professional development resources to assist mathematics teachers.

The bill also addresses end ofcourse assessment instruments for Algebra 1 . The Admission, Review, and Dismissal

committee ofa student in a special education program must determine whether allowable modifications are necessary

for the student to take the assessment, or whether the student should be exempted.

HB 477 establishes a pilot program for coordinating case management services. There is a concern that recent

changes, requiring time-limited benefits along with work requirements, have helped those with minimal barriers into

work, but left those with more significant needs behind. The bill requires the Texas Department ofHuman Services and the

Texas Workforce Commission to develop a plan for clients with higher levels ofbarriers to employment and provide them

with coordinated services.

HB 2510 and SB 1456 both address the growing incidence ofdiabetes in our nation. They create a new Diabetes

Research Center at the Texas Tech University campus in El Paso, and a Pediatric Diabetes Research Working Group

in the Department ofHealth.

HB 2345 modifies provisions regarding the program run by the Texas Commission for the Deaf and Hard of

Hearing that provides vouchers for specialized telecommunications equipment, and removes the $35 fee that is re-

quired for an individual to receive a voucher.

Deaf-Blind Multiple Disabilities Medicaid Waiver Update
By Stephen Schoen, Program Consultant

Deaf-Blind Multiple Disabilities Medicaid Waiver Program

Texas is the only state in the U.S. to have a Medicaid Waiver Program specifically for persons who are deaf-blind

with multiple disabilities. The waiver program had its roots in a deaf-blind program that began in 1 984 as a result of

self-advocacy by parents ofchildren who were deaf-blind with multiple disabilities due to Rubella Syndrome. As their

children graduated from public special education, parents realized there would be no specific program that could serve

their grown children. The parents advocated to the Legislature for the development ofa residential program tailored to

meet the needs ofadults with deafblindness. The Texas Commission for the Deafand Hard ofHearing first adminis-

tered the program in three group homes located in Houston, San Antonio, and Dallas. After one year, the Texas

Rehabilitation Commission (TRC) took over administration duties. Under TRC's direction, the program expanded

service area to many more areas of the state. In 1 995, TRC converted the program into the Deaf-Blind Multiple

Disabilities Medicaid Waiver program, which expanded the number ofpeople served and the types ofservices deliv-

ered. In 1999, the Legislature moved the program to the Texas Department of Human Services (TDHS). The

program is currently serving 1 1 individuals and by the end ofAugust, plans to serve 1 45 individuals.

FREQUENTLY ASKED QUESTIONS

1) What is a Medicaid Waiver?

A Medicaid Waiver is a long-term care program, which provides services in order to prevent people from being

institutionalized.

2) Which waiver should I choose for my son or daughter?

There are 4 major waivers operated by the Texas Department ofHuman Services (DHS) and 3 waivers operated

by Texas Mental Health and Mental Retardation (MHMR). The DHS waivers are Community Based Assistance
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(CBA), which is for adults eligible for nursing home care; Medically Dependent Children's Waiver Program (MDCP),

for children eligible for nursing home care; Community Living Assistance& Support Services (CLASS), for people of

all ages who have developmental disabilities other than mental retardation; and the DB-MD waiver for people who are

deaf-blind with multiple disabilities. The Home & Community Support (HCS), Mental Retardation Local Authority

(MRLA), and Home & Community Support OBRA (HCS-O) Waivers operated by MHMR all serve people who

have mental retardation. A "Consolidated Waiver" combining all ofthe above-mentioned waivers will be piloted in the

San Antonio area in the very near future. Frequently, people who are eligible for the DB-MD Waiver are also eligible

for some ofthese other waivers. Factors in making a choice include: your number on the waiting list, private provider

choice in your geographic area, and services available from each waiver. One thing is clear: Most people are better off

with waiver services than without. I would advise people to get on all interest lists for which they may be eligible.

Before making a choice ofwaiver, I would talk to professionals from school, public agencies, advocacy groups such as

the Deaf-Blind Multihandicapped Association ofTexas (DBMAT), and other parents.

3) Who is eligible for the DB-MD Waiver?

Consumers must be age 1 8 or over and have a disability ofdeafblindness with a third developmental disability such

as mental retardation or autism. This disability must result in a need for long-term care to prevent institutionalization.

4) How are services provided in the DB-MD Waiver?

Services are provided by private vendors who contract with the Department ofHuman Services to provide all

services from a menu ofservices.

5) What choices are available?

Within the DB-MD Waiver, individuals have a choice ofprivate providers, type of residence, type of support

service received, and location ofdelivered service. Providers are available in all major Texas metropolitan areas and

in many rural areas.

6) What services are available in the DB-MD Waiver?

Services include: assisted living (24 hour care); residential habilitation (support to help individuals do activities for

themselves); intervenor (a person who assists the individual in relating to other people and the community); orientation

and mobility (training to navigate more independently); therapies (including occupational therapy, physical therapy and

speech therapy); and behavior communication specialist (consultation with specialists in the field ofdeafblindness).

7) Where are the individuals served?

Individuals can be served in the home oftheir parents or guardians, an apartment, or a group home with six or less people.

8) Are there other services provided by the DB-MD Waiver?

The DB-MD Program provides an annual summer week-long camping experience for people who are deaf-blind.

It also partners with the DBMAT and other Texas state agencies to conduct an annual family conference, which is

usually held in early October.

9) How long may a person receive services from the DB-MD Waiver?

Services from the DB-MD Waiver program may last for a person's lifetime.

10) When should a person apply for the DB-MD Waiver?

A person should put their name on the DB-MD Interest List immediately. Even though the waiver only serves

individuals who are 1 8 years old and over, we encourage children who are younger to be on the Interest List so we can

plan for future services.

11) How long will I need to wait if I put my name on the Interest List?

At this moment, the DB-MD Waiver has contacted all individuals on the Interest List who are over age 1 8 to offer
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them services. Ifa person over age 1 8 applies today, they would be able to begin services as soon as eligibility is

established. When the number ofserved individuals reaches 1 45, new referrals will again need to wait for services.

12) I'm already in another Medicaid Waiver (or Intermediate Care [ICF] group home). Can the DB-

MD Waiver also provide services?

No. All Medicaid Waiver or ICF services are delivered using the same type ofMedicaid Long Term Care funding.

A person can only receive one ofthese types ofprograms at any time. A person can switch from one waiver to another

as long as he is eligible. But, he must realize that he will be subject to a long waiting list ifhe tries to switch back.

13) My child receives services from Texas Commission for the Blind (TCB), and/or the school system.

Can she also receive services from the DB-MD Waiver?

Yes. Programs from the TCB and the DB-MD Waiver can supplement each other to the benefit ofconsumers. For

example,job placement and supported employment may be provided by TCB while long-term support is provided by

the DB-MD Waiver.

14) How do I apply for or get more information about the DB-MD Waiver?

Call me, Steve Schoen, the Program Consultant for the DB-MD Medicaid Waiver, at (5 12 ) 438-2622 or send an

e-mail to <stephen.schoen@dhs.state.tx.us>. I will send you a brochure and Interest List Survey Form. Once I

receive your completed survey form, your name will be placed on the DB-MD Interest List.

Kate's Corner - continued from page 1

is so important. She also taught specific strategies for improving interactions with the child through touch. Both

presenters used videotapes the families made prior to the workshop, and individual consultations with the families

during the workshop, to personalize the information related to each child. Gigi and Barbara also had parents practice

skills with their children immediately after they had been discussed and demonstrated.

This workshop occurredjust days after the attacks on the World Trade Center and the Pentagon. Perhaps it took

on special meaning for all ofus who were involved, because we were all reminded ofhow precious life is, especially our

children's lives. These children have much to tell us and to teach us ifwe can learn to be receptive to them, to slow our

pace and tojust focus together without hurrying through the small things in this world.

Equally powerful was the presentation by Dr. van Dijk, in collaboration with members ofthe TSBVI staffand the

parents ofa young girl who is deafblind. Over a two-day period they conducted an arena assessment that a larger

group ofobservers was able to watch from another location, through the miracle ofvideo conferencing. Dr. van Dijk

utilized an assessment process described in a new CD-rom product he developed with Catherine Nelson from the

University ofUtah, titled "Child-Guided Strategies for Assessing Children who are Deafblind or have Multiple Disabili-

ties." In the next issue ofSEE/HEAR, Dr. van Dijk will write about this assessment. In the meantime, ifyou are

interested in purchasing a copy of the CD-rom, send a $50 check or money order to: Dr. Jan van Dijk, c/o Joe

Franken, 46 1 9 Spyglass Drive, Dallas, Texas 75287. "Pay to the order of Joe Franken. After his time in Austin, Dr.

van Dijk traveled to Lubbock and presented at the Distinguished Lecturer Series sponsored by The Sowell Center of

Texas Tech University. We learn so much each time we have the privilege to hear Dr. van Dijk speak and watch the

way he interacts with children. We're always grateful forthe time he is willing to give us that takeshim so faraway from home.

Finally, I must mention a family that I have known for quite a number ofyears and an honor they received in the

beginning ofthe summer. Lee Ann Bryan and her family, who live in Amarillo, were the recipients ofthe 200 1 SelfHelp

for Hard ofHearing People (SHHH) Family Involvement Award. All ofus who are lucky enough to know the Bryans

agree that this family is most deserving of this honor. We are very proud ofyou Jackie, Everett and Lee Ann! The

Bryans will be featured in a future issue ofHearing Loss, the magazine published by SHHH.

35

2
w

in

<H
W



CLASSIFIED
Mail or e-mail your new classifieds to Jim Durkel at:

TSBVI Outreach, 1 1 00 West 45th St., Austin, TX 78756, or JimDurkel@tsbvi.edu.

An up-to-date Statewide StaffDevelopment Calendar is posted on TSBVI's website at <www.tsbvi.edu>.
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November 27, 2001

Making a Difference

in the Lives of Students

with the Most Severe Disabilities

The workshop focuses on the best practices for stu-

dents with profound impairments. Participants will

learn to identify a range ofarousal states and will prac-

tice using an observational assessment procedure for

identifying desirable states and techniques for modifying

undesirable states. The relationship ofarousal states to

learning and instruction will be emphasized.

Region XVIII ESC, Midland, Texas

Contact: Fred Martinez, (915) 563-2380

November 29, 2001

Communication

and Cognitive Development:

Assessment and Intervention

for Children with Multiple Disabilities

This is a program ofcomprehensive instruction for

professionals working with nonverbal children who
have complex or multiple disabilities, including severe

cognitive limitations, deafblindness and autism spec-

trum disorders. The workshop includes both instruc-

tion and practical exercises that will help participants

learn how to help these students interact with their so-

cial and physical environments.

Region XX ESC, San Antonio, Texas

Contact: Britt Green, (2 1 0) 370-543

1

E-mail: britt.green@esc20.net

November 28, 2001

SEEK:
Successfully Educating

Exceptional Kids

SEEK is a program for students with autism or per-

vasive developmental disorders. This workshop will

focus on how to use structured teaching activities for

students with autism. Other topics will include assess-

ment, sensory integration, the picture exchange commu-

nication system (PECS), and the griefprocess.

Region VI ESC, Huntsville, Texas

Contact: Anissa Barton, (936) 435-2 155

November 30, 2001

Speech Therapy Series:

Speech Diagnosis and Treatment

ofStudents Who Are

Deafand Hard ofHearing

This session provides opportunities to explore the

assessment, IEP development, and intervention pro-

cesses necessary to successfully support students who

are deafand hard ofhearing. Participants will examine

general language intervention strategies, models for

teacher prompting, and principles of"focused stimula-

tion." The session will include the sharing ofgame ideas

and commercial resources.

Region XX ESC, San Antonio, Texas

Contact: John L. Bond, (210) 370-5418 (v/tty)

E-mail: john.bond@esc20.net
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December 3, 2001

CorrelatingO&M
Goals and Objectives with the

Texas Essential Knowledge and Skill

O&M Specialists will be guided through correlating

their goals and objectives with the state curriculum -

Texas Essential Knowledge and Skills. The presenters

will facilitate the group through theTEKS for alignment

and implementation ofstrategies in orientation and mo-

bility. Participants will gain a deeper understanding of

the connections between TEKS and orientation and

mobility strategies to improve student performance.

Designing Curriculum

for Divergent Learners

The reauthorization ofthe Individuals with Disabili-

ties Education Act of 1 997 calls for providing access to

the general education curriculum as a means for im-

proving education for students with disabilities. Skip

Stahl will focus on how to redesign the general curricu-

lum to meet the needs ofstudents with physical, emo-

tional, sensory, and cognitive disabilities. He will also

present the latest research data on effective practices

for increasing access to the general curriculum.

Region XI ESC, Fort Worth, Texas

Contact for both workshops:

Olga Uriegas, (8 1 7) 740-36 1

9

December 4, 2001

Training with Low Vision Devices

This presentation will demystify low vision devices

by defining categories, describing idiosyncrasies and

demonstrating the appropriate uses ofthese devices.

Basic optics, as they relate to the use and understand-

ing ofreading lenses and telescopes, will be presented.

Region VI ESC, Huntsville, Texas

Contact: Gwynne Reeves, (936) 435-2155

December 4, 2001

Treatment and Education

ofAutistic and Communication

Handicapped Children

This is an overview of the TEACCH program.

TEACCH cannot be reduced to a technique, a set of

techniques, or even a method. It is a complete program

of services for people with autism and other severe

communication disorders, which makes use of several

techniques, depending on the individual's needs and

emerging capabilities. The main goal ofTEACCH is to

help students attain maximum autonomy as adults. This

includes helping them understand the world that sur-

rounds them, acquiring communication skills that will

enable them to relate to other people and giving them

the competence to make choices concerning their lives.

The major thrust is toward improving communication

skills. This session is not for participants who will at-

tend TEACCH team training on December 5 and 6.

Region XVII ESC, Lubbock, Texas

Contact: Jill Watkins

(806) 792-5468, ext. 870

E-mail: jwatkins@escl7.net

December 5, 2001

F.A.C.E.S. - Functional Academic

Curriculum for Exceptional Students

In this second of a two-day training, discover the

value ofF.A.C.E.S. - Functional Academic Curriculum

for Exceptional Students, a curricular framework

aligned with the TEKS. This curriculum covers Math,

Science, Social Studies, Physical Health and Voca-

tional skills (elementary to high school) for students

with moderate to severe disabilities.

Region VI ESC, Huntsville, Texas

Contact: Noyda Thornton, (936) 435-2195

2
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November 29, 2001

IntelliTalkD

Presenter: PattiRea

Independent Consultant - Celina, Texas

December 7, 2001

Writing Alternatives

and AT Consideration:

A Decision Making Process

Presenter: Denise DeCoste

Independent Consultant - Potomac, Maryland

January 30 - 31, 2002

Evaluating Technology Needs of

Students with Visual Impairments

Presenter: Ike Presley

American Foundation for the Blind - Atlanta, Georgia

Region IV ESC, Houston, Texas

Contact: Karen Crone, (713) 744-6324

December 7, 2001

Discrete Trial Training for

Students with Special Needs

Participants will become familiar with the fundamen-

tal aspects of Discrete Trial Training. This technique

breaks down a skill into small tasks that the educator

teaches in parts, or "trials" to the student. Each trial

consists of an instruction, a prompt, a response, and

feedback. Participants will be able to define what dis-

crete trials are and what they are not, including the rela-

tionship ofApplied Behavior Analysis (ABA) and dis-

crete trial. Behavior concepts such as shaping, chain-

ing, and modeling will be demonstrated. Participants

will also learn how to construct and conduct trials and

how to collect data for IEP documentation and behav-

ior plan documentation.

Region VI ESC, Huntsville, Texas

Contact: Anissa Barton, (936) 435-21 55

December 13, 2001

Communication & Calendar Systems

for Students with

Severe Cognitive Disabilities

Participants will learn about the importance ofrou-

tines as an organizational approach for teaching this

population ofstudents and will practice the routine-de-

velopment process. Participants will examine a com-

munication model that draws from several methodolo-

gies, including Dr. Jan van Dijk's, and incorporates the

use ofindividual calendar systems.

RegionXX ESC, San Antonio, Texas

Contact: Deborah Thompson

(210)370-5433

E-mail: deborah.thompson@esc20.net

January 24, 2002

Augmentative Communication,

Technology, and Special Devices

for the Classroom

Participants will be shown how to set up a classroom

for communication and accessibility, using simple

speech devices, picture communication symbols, adap-

tive keyboards and switches. Overlays will be made for

the devices and programmed for use in many different

classrooms and settings. Participants will have hands

on experience in adapting battery operated devices for

switch accessibility. (Participants will be provided with

one battery operated device, such as a tape recorder or

toy.) A variety ofeasily accessible software in the areas

oftelling time, cause and effect, art and concrete math

manipulatives will be demonstrated.

Region VI ESC, Huntsville, Texas

Contact: Nodya Thornton, (936) 435-21 55
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TSBVI Outreach Video Conferences

Sharon Nichols and Holly Cooper ofTSBVI Out-

reach will be offering a number of video conference

workshops for the 200 1 -2002 school year. All broad-

casts will be held from 8:30 - 10:30 a.m. (CST). From

10:30 - 11:00 a.m., participants will be able to ask

questions about the specific technology discussed that

day, as well as any questions about any piece oftech-

nology. Ifpossible, participants should bring to the train-

ing the piece oftechnology being discussed.

These workshops can be accessed by anyone who
is part ofthe TxED (formerly known as ESCONETT)
network and up to five sites that are not part of that

network. To get connected, please contact Scott

Wimpress at ScottWimpress@tsbvi.edu. Videotapes

ofthe session will be available. Any other questions can

be sent to SharonNichols@tsbvi.edu,

HollyCooper@tsbvi.edu or JimDurkel@tsbvi.edu.

December 12, 2001

JAWS and Internet Access

January 16, 2002

ZoomTextXtra! Document Reader

March 20, 2002

Braille Lite, Braille 'n Speak

and Type 4n Speak

April 10, 2002

Home Page Reader

and Internet Access

May 9, 2002

Matching Technology to the Student

April 3 - 7, 2002

Council for Exceptional Children's Annual

Convention and Exposition

New York, New York

Contact: Division on Visual Impairments, The Council

for Exceptional Children, (888) 232-7733

or <www.cec.sped.org>

April 4 - 6, 2002

Conference for TAER
(Texas Chapter ofthe Association for Education and

Rehabilitation ofthe Blind and Visually Impaired)

Harvey Hotel, Richardson, Texas

Contact: Neva Fairchild, (214) 688-7007

or nevaf@tcb.state.tx.us

April 8, 2002

Autism in the Visually Impaired Child

Presenters: Terese Pawletko & Lorraine Rociassano

Region X ESC, Richardson, Texas

Contact: Kitra Gray, (972) 348-1 580

or grayk@esc 1 0.net

Handouts from these presenters' session atAER 2000

can be found on the TSBVI website at

<http://www.tsbvi.edu/Education/vmi/index.htm>.

Texas School for the Blind and Visually Impaired

is pleased to announce a new product:

Elementary Concepts

for Students with Visual Impairments

by Brenda O'Sail, Nancy Levack,

Linda Donovan and Debra Sewell

This curriculum is written for students younger than

twelve years ofage who have visual impairments and

are not yet reading, writing, or doing math at a first

grade level. It is based on a thematic approach to

teaching. Specific units ofstudy have been included

and unit activities include concept development, math

readiness, reading and writing readiness, music and

games, arts, cooking and eating, pretend play, story

time, and extended discussion or activities. Infused

skills in cognition, communication, sensory and motor

skills, readiness, work skills, and music skills are

taught through the themes.

Elementary Concepts, Order #59435ECC, sells for

$ 1 05.00, and may be ordered by contacting Trudy

39 Ross at (512) 206-92 1 5, or TrudyRoss@tsbvi.edu.
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IEP Basics: What the School Forgot to Tell You
By DeAnn Hyatt-Foley, M.Ed., Parent, Lubbock, Texas

Editor s note: DeAnn has vast experience with the special education process, both personally and as past

West Texas Directorfor PATH, the Parent Training and Information Centerfor Texas, <www.partnerstx.org>.

DeAnn continues to work with parents ofchildren with special needs, teaching them how to advocatefor their

children. She and her husband, Matt, have a teenage son with Asperger Syndrome. The article thatfollows this

one, "What the Schools May Not Know About a Student with a Visual Impairment", discusses the additional

evaluations required to specifically address the needs ofa child with a vision impairment. It includes a good

checklist specific to vision issues that can be used in conjunction with the basic IEP checklist described below.

For more than 20 years, children with disabilities have been guaranteed the right to a Free Appropriate Public

Education (FAPE). States that receive Federal special education funding are subject to Federal laws that require local

school districts to identify and provide FAPE to children ages 3 to 2 1 , in the Least Restrictive Environment. This

Federal law is called Individuals with Disabilities Education Act (IDEA). An interesting aspect ofIDEA (formerly

known as Education of All Handicapped Children Act) is that parents were the driving force with their "right-to-

education" suits which eventually led to these Federal laws. As a result ofthese efforts, all parents are equal partici-

pants in the IDEA decision making process.

Some school districts do little to ensure the parents know their role and their rights in the IEP process. Conse-

quently, many parents ofchildren who qualify for services under IDEA do not know the basics ofwriting an Individual

Education Plan (IEP). They are typically unaware ofwhat must be in this document and what makes a good IEP.

Every child who receives services under IDEA is entitled to an IEP. School personnel and the child's parents must

develop the IEP before the beginning ofthe student's school year and then implement the plan. Federal law clearly

states that a team ofpeople, which includes the parents ofthe child, must write the IEP. Parent participation is the result

ofrecognition by lawmakers that parents have a wealth ofvaluable information regarding their child. The IEP is a

written plan designed for one student. It is the agreement between the school and the parents that specifies how the

student will be educated. The IEP has three basic components.

EVALUATION, CURRICULUM AND PLACEMENT

Evaluation

Evaluation is the first step in the IEP process. All the IEP team's decisions must be based on evaluation data. The

child must be evaluated in all areas ofsuspected disability. The evaluation includes formal testing (i.e., WISC-III,

Woodcock-Johnson, etc.), informal testing (i.e., daily grades, classroom tests), interviews and observations. The team

must consider all data from evaluations, even evaluations from the parents. The team must also consider information

brought in by the parent.

Curriculum

Curriculum is the next step. Present Levels ofPerformance (PLOPs) are taken from the child's evaluation data.

They state exactly what the student is currently able to do. For example, "According to the Woodcock-Johnson

Reading Mastery Test, Johnny is able to comprehend reading material on a 4th grade level with 90% accuracy."

Formal assessment isjust one method ofdetermining PLOPs. Daily grades and teacher/parent reports can also be

used.

After the PLOPs have been identified, the team begins the process ofwriting measurable annual goals. According

to Federal law 34 CFR 300.347 (2) (i), they must be "related to meeting the child's needs that result from the child's



disability to enable the child to be involved in and progress in the general curriculum," and (ii), "Meeting each ofthe

child's other educational needs that result from the child's disability." The goal is a statement ofwhat the IEP team

expects the child should be able to master by the end ofthe school year. For instance, "By May 29, 2000 Johnny will

be able to comprehend reading material independently on a 5th grade level with 90% accuracy as measured by the

Woodcock-Johnson Reading Mastery Test." The key to annual goals is that they must be observable and measurable.

In other words, could you go into the classroom and see the student working toward the goals. I have seen many goals

listed as, "The student will make measurable progress in reading (math, writing)." Another example ofa common goal

is, "The student will act appropriately in the lunchroom." As you can see, neither goal is measurable or observable.

Avoid vague wording such as appropriate, will learn, etc. When considering goals, a good question to ask your IEP

committee is, "How will weknow by the end ofthe year ifJohnny has been successful? What will successful look like?"

t
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Developing measurable objectives or benchmarks follows the writing ofgoals. These are best thought ofas three

or four intermediate steps between the PLOP and the goal. For example, we've determined that Johnny can compre-

hend on a 4th grade level and we want him to comprehend on a 5th grade level by the end ofthe school year. The IEP

committee determines the steps and process that need to take place for Johnny to reach the goal. Maybe by the end

ofthe first semester Johnny will be able to comprehend written material on a 5th grade level with teacher assistance, or

maybe he will be able to comprehend written material on a 4th grade-sixth month level independently.

Federal law requires that the IEP have a statement describing how the child'sprogress will be measured.

An important reason for making sure your child's IEP goals and objectives are measurable is to hold the school

accountable for how they are working with your child. It is very difficult to establish that the child has not made

progress with vague wording. When the goals are specific, observable and measurable, the parents have a system of

keeping up with their child's progress. The IEP must also list how the child's parents will be informed oftheir child's

progress toward the annual goals. The parents must be notified as often as parents ofa nondisabled child would be

(i.e., report cards). The IEP must include the extent to which the child's progress is sufficient to enable the child to

achieve the goals by the end ofthe school year. I highly recommend that the IEP team use a standardized assessment

to measure the child's progress during the middle part ofthe school year. A standardized tool in conjunction with

report cards can be an effective system of"checks and balances." Ifthe student is not making the expected progress,

the IEP committee then has some time during the middle ofthe year to meet and make changes in the IEP.

After writing goals and objectives, the IEP committee must write a statement ofspecial education services (i.e.,

related services, program modifications and support for school personnel) that will be provided to the student. These

services must support the child in advancing toward mastery ofthe annual goals. They must also help the child be

involved and progress in the general curriculum, including extracurricular and other nonacademic activities.

Placement

Placement is the last step ofthe IEP process. There must be a statement that includes how the child will be

educated and participate with other children with disabilities and without disabilities. Ifthe child will not participate with

his/her nondisabled peers in the regular class and activities, the team must note why in a written explanation. Placement

decisions are based on the child's IEP goals and objectives. The child is placed in more restrictive settings only ifthe

goals and objectives can not be met in the general classroom with supplementary aids and supports. The IEP team

must make a good faith effort to provide appropriate support before removing the child to amore restrictive setting.

For over twenty years, the language in IDEA has been very clear. Parents are expected to play a primary role in

developing their child's IEP. Many parents do not know the basics ofthe IEP process. Uninformed parents are not

equal participants in the decisions being made for their child's IEP. It is important that parents are involved and

informed about the IEP process. There are many sources of support for parents in their state. The Internet is a
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wonderful resource for information on the special education process. A well written IEP not only follows the intent of

the IDEA; it holds the school accountable for how your child is educated. It has beenmy experience in working with

parents for several years (and my own personal experience) that once parents understand the IEP basics, they become

truly effective advocates for their child.

IEP: A Parent's Checklist

The following information must be written in the IEP document.

Evaluation data was discussed.

Present Levels ofPerformance (PLOPs) based on the evaluation data were written for the following areas:

V academic skills

V nonacademic skills

V communication skills

V social/behavior skills

V assistive technology

Measurable and observable annual goals were written based on the PLOPs.

Measurable short-term objectives or benchmarks (intermediate steps between PLOPs and goals) were written.

Goals and objectives were based on your child's individual educational needs.

A method for measuring your child's progress (at least as often as nondisabled peers) was established.

A target date for the completion ofeach objective was established.

A statement described the special education and related services to be provided.

Modifications, and supplementary aids and services were specified (so your child can participate in the

general curriculum with his/her nondisabled peers).

Time your child will receive each instructional service and related service was noted. This includes minutes

per session and frequency ofsessions. This also includes related aids the teacher will need to enable the

child to participate in the general curriculum.

Date when all services will begin was established.

Person responsible for implementing each service in the IEP was identified.

Placement was based on goals, objectives, supplementary aids and services.

A statement described how your child will be educated and participate with other children with disabilities

and without disabilities.

Your child's participation in statewide testing was clarified.

Transition, ifappropriate, was discussed.

Special thanks to Matt Foley with Foley, Hyatt-Foley and Associates and Mary Durheim with Educational

Rights Information & Consulting Centerfor their help editing this article.



What Schools May Not Know About a Student with a Visual Impairment

By Jean Robinson, Family Specialist, TSBVI, VI Outreach

Your child may be the only student, or the first student, in your school district with a visual impairment. It is critical

for you to be informed, so you can share information about your child's unique needs with the professionals on his or

her educational team. As a member ofthat team, one ofyour roles is to gather information and bring it to the table.

There are specific additional requirements in developing an IEP for a student with a visual impairment. The Full

Individual Evaluation (FIE) must include an eye report by an ophthalmologist or optometrist. To meet minimal compli-

ance with federal regulations, state law, and State Board ofEducation rules, the following information must be ad-

dressed: visual acuity (Exact measure ofcorrected visual acuity at distance and near in each eye should be noted. The

eye specialist must state ifexact measures cannot be obtained, then give a best estimate.); visual field (exact measure

or best estimate ofvisual field); diagnosis (type ofvisual impairment); prognosis; statement ofseverity ofloss (i.e., the

student has no vision or has a serious loss after correction). The (FIE) must also include a Functional Vision Evaluation

(FVE) conducted by a certified Teacher ofthe Visually impaired (TVI) or a Certified Orientation and Mobility Special-

ist (COMS), and a Learning Media Assessment (LMA) developed by a certified TVI.

At every IEP or IFSP (Individual Family Service Plan for children under the age ofthree) meeting, a document such

as the "Supplement for a Student with a Visual Impairment" should be discussed. This will describe in detail the

arrangements made for instruction in braille, large print, orientation and mobility, compensatory skills, and access to

special media. It also addresses strategies for instruction in daily living/selfhelp skills, social skills, career readiness,

auditory/listening skills, and self-advocacy.

The following checklist was developed in Pennsylvania by The National Agenda for Blind and Visually Impaired

Youths Including those with Additional Disabilities. It incorporates some ofthe unique needs ofstudents with visual

impairments. These items are not appropriate for every student but should be considered for all students. You may

also want to read "The Core Curriculum for Blind and Visually Impaired Students, Including those with Additional

Disabilities," by Dr. Phil Hatlen, Superintendent at TSBVI. It can be found at <http://www.obs.org/napa/goal8.htm>.

From there you can link to the "Parent IEP Checklist for Expanded Curriculum Topics to Consider for Inclusion in

Your Child's IEP" (shown below), or go directly to <http://www.obs.org/napa/parentchecklist.htm>.

PARENT IEP CHECKLISTFOR EXPANDED CURRICULUM
TOPICS TO CONSIDERFOR INCLUSION IN YOUR CHILD'S I.E.P.

$

Z

Communication/Learning Skills/Materials Needed to Access All Areas ofthe Core Curriculum

Abacus Electronic magnification Regular print

Ability to access library Electronic note taker Scanner

materials Hand writing instruction Sign language

Appropriate, controllable Keyboarding instruction Slate and stylus

lighting Large print Tactile materials/graphs

Augmentative devices Learning Media Assessment Tactile symbols

Braille Magnification/optical aids Talking or large print

Braille printer Preferential seating calculator

Braille writer Proper seating / Tape recorder

Calendar system Adaptive seating Unlimited time for test/tasks

Computer with access

technology

Recorded material

5



Orientation and Mobility - Ability to Know Where You Are and to Move Safely in the Environment

Body awareness Protective techniques Sighted guide

Cane instruction Pre-cane instruction Trailing

>H D Concept development Retrieve dropped/lost items Yearly evaluation

J (right, left, under, over, etc.) Selforientation to engage in

M Mobility/movement physical activities and games

Social Interaction - Ability to Effectively Interact Socially with Others

ta Gain knowledge ofpersonal rj Make effective use of Use appropriate non-verbal
abilities/goals personal service people communication and
Gain physical/sexual rj Obtain help from others body language
understanding when needed Use correct body
Make and maintain rj Understand your disabilities and head orientation

friendships Use problem solving

Independent Living Skills - Ability to Manage Daily Living Tasks

Food prep/eating Organizational skills Telephone

management skills Personal hygiene Time and money

Household tasks Personal safety

Recreation and Leisure - Skills Needed to Participate in Recreation and Leisure Activities

Adapt activities Gain knowledge ofpreferred Schedule transportation to

activities available participate in activities

Career Education - Opportunity to Learn First-Hand About Work

Accept and respond to

suggestions and corrections

Adhere to policies, rules

and work schedules

Carry out plans for

work needed

Communicate effectively

on thejob

Exhibit work quality that

meets employer standards

Exhibit work rates to meet

employer standards

Gain independence

in work setting

Maintain responsibility for

belongings and materials

Organize tasks toward

meeting goals

Set realistic goal

Visual Efficiency Skills - Ability to Utilize Functional Vision

Classroom adaptation

(color, contrast, lighting)

Eye-hand coordination

instruction

Knowledge ofeye condition

and its effect on

visual functioning

Participation in eye exam

Optical aid instruction -

near, intermediate and

distance

Personal responsibility

for eye care

Tracking, scanning

instruction

Yearly Functional

vision assessment

Developed by National Agenda - Pennsylvania

The National Agenda for Blind and Visually Impaired Youths, Including Those With Additional Disabilities



Together We See

By Michael Beukenkamp, Student, Amarillo, Texas

My name is Michael Beukenkamp. I am in the eleventh grade at Amarillo High School. I am seventeen years old

and I have a Seeing Eye Dog. His name is Sporty. He is a Golden Retriever/Black Lab cross. He is two years old,

weighs seventy-five pounds and is twenty-four inches at the shoulder. Sporty was specially trained to lead me around

obstacles in the middle ofa sidewalk or a hall or wherever I might be walking. Sporty was born at the Seeing Eye's

campus, and stayed there for the first six weeks ofhis life. After that he went to live with a 4-H family. The 4-H family

taught him to do basic things like sit and stay. They also housebroke him. While Sporty was with the 4-H family he

went to different social events to get exposure to people and other common noises that he would come in contact

within his work. He stayed with the family for about a year and a half.

When Sporty was sixteen or seventeen months old he went back to the Seeing Eye's campus and lived in the

kennel. He went back there to start learning to be a Seeing Eye dog. He learned to stop at curbs and stairs. He also

learned to watch traffic. Another thing he was taught was to watch for overhead obstacles. He went through four

months ofrigorous training to get to the point he is at now.

During Sporty 's fifth month oftraining, I went to the Seeing Eye to train with him. I stayed at the school for twenty-

seven days. I spent all ofthose days learning as much as I could about Sporty 's training and how to take care ofhim.

Sporty stayed withme twenty-four hours a day while I was at the school. I was in charge offeeding and grooming him.

While I was there I went on a walk twice a day and went to lectures at night.

Many people have askedme ifSporty is really beneficial to me. Definitely. He gives me a lot ofconfidence. When
we are walking down a sidewalk and we come to a curb, Sporty will stop. I reach out with my foot to see what he

stopped for. He also does the same for stairs or rough places in the sidewalk. After I know what he stopped for, I tell

him "Forward." He goes over the curb or whatever it might

be. Sporty also watches traffic. It is my responsibility to

make the first call when it comes to starting across the street.

Ifhe doesn't think it is safe he will not go. He might even

turn in front ofme to stop me. Ifwe are already in the street

and someone runs a red light or turns right on red, Sporty

will stop, slowdown, speed up or even backup. IfI follow

what Sporty is telling me, chances are very good that I will be

safe. Traffic work is one ofthe most important things he does. I

have full confidence in what Sporty does. I know ifhe is trying

to tell me to move to the side ofthe sidewalk, there is a reason.

Often, I get asked what a command means that I give to

Sporty. "Forward" means to go forward and also to go past

the obstacle he stopped for. "Hupup" means move up

closer to the obstacle he stopped for. For instance, Sporty

might have stopped a foot back from a tree branch, so I say

"Sporty, Hupup." Then he moves a little bit closer. "Left,"

and "Right," basically means go left or right. IfI am walking

with a group, I can tell Sporty to "Follow." He will follow

whomever I am with butjust a few feet back. That works

well in restaurants when you are being seated. "Rest,"

means stay. I use that a lot in airports. When I am getting
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ready to go through security, I put him at sit and tell him to "Rest." I make his leash longer and back through the

doorway. Then I call him through. I can also tell him to "Leave it." Ifthere is a dog barking up ahead, I say "Sporty,

leave it," and he will not pay attention to it.

Daily life with Sporty is a routine. He gets fed at a certain time. He goes outside at a certain time. He also comes

to expect the routine. When I take Sporty outside I tell him "Park time." "Park time" means it is time for him to go to

the bathroom. He knows when I give the command that he only has a few minutes. I bring Sporty out four times a day.

In the morning I bring him out for park time and feed him three cups ofwater and two cups offood. In the afternoon

it's park time again and only three cups ofwater. At five o'clock I bring him out and I give Sporty three cups ofwater

and two cups offood. I bring him out again at bedtime and give him three cups ofwater. Every morning after the first

park time I groom Sporty. Grooming makes his coat look better. It also keeps the dog smell down. I use two brushes,

a wirehaired brush and a soft brush. I was taught to brush his teeth. There are different flavors ofdog toothpaste. I

have used chicken and liver flavors. I also bathe Sporty when I think he needs it. One ofthe most important things I

do on a daily basis is obedience. During obedience I make him sit, lay down, rest or stay, and come to me. During

obedience I can tell how he is going to listen to me that day. The obedience keeps up with his training.

When you go to the Seeing Eye you go alone. I changed planes in Dallas/Fort Worth and then went to Newark,

NJ. I met a limousine company in baggage claim. Then we drove for a half-hour to get to Morristown where the

Seeing Eye is located. At the Seeing Eye you have your own room and yourown phone. The people are very friendly.

You get your dog a few days after you arrive. The instructors try to match you up with the perfect dog that will match

your school, work and home situation. I was given Sporty because he calms down fast for school.

New students stay at the Seeing Eye for twenty-seven days. During those days you encounterjust about every

situation you would come in contact with in your everyday life. In the first halfoftraining you walk preplanned routes.

They go from very easy to very hard. You learn how to listen for traffic, how to give commands, how to handle your

dog around other dogs, and anything you would need to know about travel with a dog guide.

In the second halfoftraining the Seeing Eye instructors do more specific things for each person. I went to restau-

rants, department stores, groceries stores, office buildings, rode trains and buses, and walked nature trails. I also went

on a day trip into New York City, where we rode the subway. We also walked the streets ofManhattan. The subway

was a very good learning experience. The platform was very crowded. There were trains going by on both sides and

you had to trust that your dog was not going to lead you offthe platform. Sporty would not go close to the ledge.

I have had quite a few experiences in the short time I have had Sporty. A couple ofdays ago I was out walking

around my neighborhood and as I was walking along, I heard another dog come up behind me. Sporty turned to look,

and I told him to leave it. Sporty turned back around, and we went on. The other dog kept following me. It even

crossed a few streets behind me. It followed me all the way to my house. When I got home I found out it was a big

pitbull. Sporty acted like he didn't know it was there.

The law states that service animals can go anywhere the public is able to go. That includes schools, airports, stores

of all kinds, restaurants and everywhere else you would go. I carry a book that has all ofthe laws for the United States

and Canada. Canada has the same laws as the United States. Going to other countries can be hard sometimes.

England is a good example. Ifyou go there with a guide dog it will have to be quarantined for six months. Australia has

one month ofquarantine. Hawaii had quarantine, but that was recently abolished.

Getting a dog guide is one ofthe best choices I have ever made. I was not sure what to expect from having a dog

guide. Having always had a family dog, there were some adjustments to make. Dog guides might not be the right

choice for everyone, but it is a good advancement in my life. Sporty gives me more independence than I ever thought

I would get from him. He and I do things that I never imagined we could do.
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RESOURCES

From American Council for the Blind Website - <http://www.acb.org/resources/guidedogs.html>

A Guide to Guide Dog Schools, 2nd Edition, 1994, by Toni and Ed Eames, is available through the National

Library Service in braille or cassette, or for sale for $ 1 in print or computer disk from:

Disabled on the Go
3376N.Wishon

Fresno, CA 93704

Guide Dog Users, Inc. is a peer support network and membership organization which promotes acceptance of

blind people and their dogs, works for enforcement, expansion and standardization oflaws admitting guide dogs into

public places, advocates for quality training and follow-up services, publishes a quarterly cassette newsletter called

Pawtracks, and has a catalog ofitems available for sale in braille, large print, cassette and IBM disk.

Guide Dog Users, Inc. (GDUI)

143 1 1 Astrodome Dr.

Silver Spring, MD 20906-2245

Phone: (301) 598-5771 and (888) 858-1008

E-mail: jcsheehan@smart.net

Website: <http://www.gdui.org/>

From National Federation ofthe Blind Website - <http://www.nfb.org/guidedog.htm>

National Association ofGuide Dog Users

National Federation ofthe Blind President - Suzanne Whalen

9407 Mixon Drive, Apartment 2 1

6

Dallas, TX 75220-5004

Phone: (214)358-5002
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My First Scuba Diving Lesson

By Lee Ann Bryan, Amarillo, Texas

Editor 's note: Lee Ann is deafblind because ofcongenital rubella syndrome. In 1965, she was born blind

with cataracts and has had a total of twenty-three eye surgeries, as well as heart surgery at the age of six

weeks. Her parents also suspected a hearing loss, which was confirmed when she was sixteen months old.

When Lee Ann was two-and-a-half a doctor told them that she would never learn anything, but she hasproven

him wrong. In 1972, Lee Ann was the first student accepted at TSBVI's Deaf-Blind Annex. She returned to

Amarillo in 1977, and graduatedfrom school there. For the pastfour years she has taken exercise, art and

reading classes at Amarillo College, where she 's improved her readingfrom a second to seventh grade level.

Lee Ann is very interested in sharks, and has been to Sea World in Texas, Florida and California. For a long

time, she s wanted to open a Sea World in Amarillo and "swim with the sharks. " Learning how to scuba dive

is her next step towards achieving what some might consider an impossible goal. We '11 see what happens. So

far, Lee Ann has defied otherpeople 's ideas about what she can accomplish.

I first read about scuba diving in a magazine in 1 986. I want to learn how to scuba dive so I can catch crabs and

swim with baby sharks and big whales.

My mother arrangedmy lesson with Mike Beezley (my instructor) and his wife. I took the class on August 3, 200

1

in Mr. Beezley 's back yard. He has a 4-foot deep above ground pool. There were no other students in the class. My
lesson lasted about 3 minutes. 9
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Helen Porter, who has been my interpreter for more

than 20 years, helped me and Mr. Beezley communicate

with each other. She is afraid ofwater, though, and could

not go in the pool. Melody (Mr. Beezley 's daughter)

knows how to sign, and she went underwater with me.

I was excited to see how I could do in the water with

scuba gear. I did good! First, Mr. Beezley and Melody

helped me put on the scuba gear. Next, Melody told me

how to go underwater and move around. Then, I lost my
mouthpiece. Since I don't know how to panic or be

scared, I closed my mouth, felt around till I found the

mouthpiece and put it back inmy mouth. I didn't swallow

Lee Ann signs, "I love you " underwater.

Lee Ann gets readyfor herfirst scuba lesson.

water or choke. Mr. Beezley said I was incredible, and a

friend ofhis who is a scuba diver said I was awesome.

My most exciting experience in scuba class was wear-

ing a face mask that let me keep my contact lenses in so I

could see under water. There was nothing scary aboutmy
lesson. Besides having my own nurse shark ("Sharky",

who lived from January, 1990 until December, 1995) it

was the most wonderful, exciting thing I've ever done.

Since my class only lasted 30 minutes, I'll need many

more lessons before I can really dive. When it becomes

warmer next spring, I want to take classes again, then

swim with the sharks

!

My Day at Sports Extravaganza

By Jacob Burton, Student, Piano, Texas

Editor s note: Thanks to Brenda Szymkowiak, teacher ofthe visually impaired with Piano ISD, for sharing this

article. Jacob Burton is a 13-year-oldyoung man attending Rice Middle School in Piano, Texas. He has low vision

due to septo-optic dysplasia and reads large print and braille. He can be contacted at <JB041588@aol.com>.

I went to Sports Extravaganza last Saturday (October 27, 200 1 ). Sports Extravaganza is a sporting event for blind

and visually impaired people. It took place in Irving, Texas, at Nimitz High School. People from the North Texas area,

Colorado, andNew Mexico participated in this event. Over 1 50 athletes were in this event.

Many events were available to the athletes, including the 100-, 200-, and 400-Meter Dashes, Shot Put, and

Archery. I participated in the Running Long Jump, the 50-Meter Dash, and the Softball Throw. The Running Long

Jump is where you run andjump as far as you can into a sandpit. My bestjump was 2.49 meters. I won third place

in my heat. There were 1 8 athletes in this event.

The next event I was in was the 50-Meter Dash. I almost didn't make it in time to run, but I won first place anyway.
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The 50-Meter Dash is where you run 50 meters. I was competing against two girls.

The last event was the Softball Throw. The Softball Throw is where you throw a Softball, and they measure the

distance. Each competitor threw three times in a row. I got fourth place.

In conclusion, it was a big event. I saw lots ofmy friends there, and I really enjoyed myself. I also won two medals

and a ribbon. I hope to do it again next year.

Visual Stimulation: A Personal Reflection on Its Role and Benefit

By Millie Smith, Educational Consultant, Austin, Texas

Sometimes new knowledge showsme that something I have been doing is even more helpful than I thought it was.

That has turned out to be the case with vision stimulation for infants and toddlers, and students with the most profound

disabilities at any age. When I first began doing visual stimulation activities with students, I was very focused on

increasing their visual efficiency. I wanted them to get in the habit ofusing whatever vision they had to, as best they

could, interact with people and objects in their environments. I still want that, but I know now that something much

bigger is happening as a result ofthese sensory experiences. In this article, I want to share some ofthe most important

things I have learned about this, and give a couple ofexamples ofhow I have used this information with students.

WHAT I'VELEARNED

Children around one year ofage or younger, either chronologically or developmentally, are what Jean Piaget called

sensory-motor learners. What he meant by that is that they learn about their worlds by sensing it and acting on it. The

sensory part is seeing, touching, hearing, tasting, smelling, and moving (vestibular). The motor part is using muscles to

respond to the sensory source by exploring it, by trying to make it do something, or by stopping it. A sensory-motor

experience includes both a sensory event and a motor response. The very best learning takes place when these two

things happen together— when a sensory event is taken in, and muscles are used in response to it. This tends to

happen in two phases. For example, a baby sees something it likes, maybe the glasses on your face. She gazes at the

glasses. This is the passive phase. Then, she is likely to try to grab these miraculous light-reflecting glasses. Ifshe can

get them in her mouth to explore them, she will. This is the active phase. Together they make up a sensory-motor

experience. The result is high quality learning. Our knowledge ofour world is made up ofthe accumulation, interpre-

tation, and organization ofthousands ofthese kinds ofexperiences. Ifthere is a sufficient ground ofexperience at this

level, the child can begin to know that objects continue to exist when they are not immediately part ofthe sensory-

motor experience. This is called object permanence. Now the child is beginning to be what Piaget called a preopera-

tional thinker. This kind ofthinking opens up the world ofsymbols, imitation, and imagining (Furth, 1 970).

The science of neurobiology, through use of technologies like PET scans and MRIs, has added much to our

understanding ofsensory-motor learning. At birth, the brain is the most immature of all our organs. It continues to

grow and develop during the first years of life. In normally developing infants, its size actually doubles in the very first

year of life (Kotulak, 1 996). We know now that brain growth occurs as a result ofthe building-up ofthousands of

neurological connections between brain cells. These connections, or pathways, are established as children participate

in sensory-motor experiences. When these experiences are repeated, connections strengthen. This is practice. You

play the piano better after years ofpractice because neurological pathways related to the playing ofa specific piece ofmusic

are very well established. A baby brings his hands together at midline better after he has practiced that action hundreds of

times. A neurological groove is in place. These grooves make things easier and more efficient (Greenough, 1 985).

This growth and refinement is highly dependent upon the infant's early sensory experiences. Experiences in all the

senses are important, but early visual experiences play a particularly important role no matter what the quality ofvision
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may be. A huge portion ofthe brain is dedicated at birth to visual processing. This may be because vision is the first

sensory channel an infant uses intentionally to access information about his world. The eyes and headmove voluntarily,

and with more refinement, much sooner than any other part ofthe body. Gradually, portions ofthe cortex available for

processing visual information begin to be used for processing other kinds ofsensory information, ifthe quality ofthat

information is significantly better. The only way this process can unfold as it should, is by providing in infancy sensory

experiences in all channels, including vision (Kolb, 1 998).

Children deprived ofrich and frequent sensory experiences develop brains 20% to 30% smaller than normal for

their age. They suffer corresponding decreases in cognitive ability. This effect has generally been studied in children

from impoverished backgrounds (Campbell and Ramey, 1 994). Children with significant sensory impairment at birth

are also at risk in the area ofcognitive development because, without intervention, the quantity and quality oftheir

sensory experiences may be significantly diminished. They cannot access many ofthe ordinary sensory events in their

environments. Ifa visually impaired child has a mobile over her crib that is too far away, or has objects on it that are too

hard to see, it is the same as if it were not there (Barraga, 1976). The children most at risk are those with visual

impairments, hearing impairments, severe motor impairments, and especially those with some combination ofthese

impairments. The quality ofintervention we provide will determine whether or not children and students with these

challenges have adequate sensory experiences for cognitive growth.

Now, it is time for a big caution. Ifsensory-motor experiences aren't provided injust the right way, they may be

harmful. For the last several years there has been a lot ofmaterial in neurology, child development, and behavioral

journals about the relationship ofstress hormones to learning. It seems that stress hormones inhibit memory function,

and prolonged stress can actually break down neurological pathways in parts ofthe brain. Young children with multiple

and severe impairments are constantly stressed as a result ofhaving limited or no control over when, how, and what

kinds ofsensory input they might be subjected to. In addition, when interactions with others around these sensory

events are associated with demands, stress levels are even higher. As demands increase, so does stress (Gunnar, 1 996).

Quality sensory events must have a level ofintensity that is accessible to the sensory impaired learner. The only way

to provide those quality events without producing stress is to choose events we think the child will enjoy, and to make

sure the child knows that we will respond to his signals to continue or to stop the event. The only way to invite motor

responses to events without creating stress is by following the child's actions. We mustjoin, not demand. We do this

by watching to see what the child is doing and then gently beginning to do it with him, matching his pace and level of

intensity. After a while we might pause, and wait to see ifthe child does something that invites us to "go again." When
a bond oftrust is established, we can expand on the initial child initiated response and invite a new behavior (van Dijk,

2000). An instructional strategy called "routines" is a very good way to structure sensory-motor learning experiences

that avoid stress.

When children have severe motor impairments, the motor part ofsensory-motor learning is very challenging. What

is motor learning for these students who can move very little? Most ofus were taught to facilitate their participation by

moving their hands for them. This was called hand-over-hand instruction. There is something obviously problematic

about this approach. How does the child learn anything ifsomebody else's brain is doing all the planning and some-

body else's muscles are doing all the work? Event-related brain potential research indicates that a motor event isn't

what most ofus always thought it was. It turns out that there are several phases to every motor event. The electrical

activity in the brain can be measured during each phase. A motor event begins with a preparation phase during which

the person plans and gets ready. The electrical activity in the brain is very high during this phase. Next is the initiation

phase, beginning to move, which is also accompanied by very high cortical activity. The execution phase, the carrying

out ofthe activity, is next. Surprisingly, brain activity levels drop significantly. Finally, there is a termination phase, with

relatively quiet levels ofbrain activity (Deecke, 1 996). This is such good news. The two most important phases are

preparation and initiation. They are the two phases that all children, no matterhow severe their motor impairments, can

participate in independently. All children can prepare ifthey know two things— what is happening next and some-
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body will wait for them to do their part. All children can initiate ifthey can tense a muscle, blink an eye, open or close

a mouth or hand, lean a head forward or backward, or extend an arm or leg a tiny bit. Then we can go ahead and facilitate

the execution phase by helping their hands, preferably with ahand-under-hand technique whenever possible. Again, struc-

turing experiences using the instructional strategy of"routines" helps ensure that these elements will be in place.

WHAT I HAVE DONE WITH THIS INFORMATION

Julie

I met Julie several years ago when she was three years old. Her teacher was at a loss. Julie didn't seem to respond

to any ofthe lights, colors, textures, or sounds that were part ofher educational environment. Julie was drowsy most

ofthe time and seemed to actually go to sleep when the teacher put her on the mat to work with her. The teacher and

I did an arousal state baseline and found out that Julie was alert only 1 5% ofthe time she spent at school. Alert states

were about forty-five seconds in duration and happened most often as a result ofbeing moved or touched. Julie's

drowsiness was largely a result ofunder-stimulation. The things available to her weren't in the sensory channels she

was ready to use or they did not have the levels ofintensity she needed. Some ofher experiences with sensory events

were too stressful. She didn't know what was going to happen to her, and she didn't like some of it. Julie's "going to

sleep" when her teacher tried to work with her was really withdrawal brought on by stress.

Our first goal was to begin building up Julie's cognitive stamina by increasing the amount oftime she was alert. A
state ofalertness is necessary for learning. We began by doing a sensory response assessment to determine what kind

ofsensory input Julie enjoyed most. Julie's team spent several days carefully trying different sensory events in each

sensory channel, with lots ofrecovery time between each one. They paced each ofthese events to allow time for

Julie's sensory-neural system to process the information they provided. They avoided startle responses, and repeated

events only ifJulie showed a positive response. Julie'smom had to come in to help them interpret her responses. Mom
showed them how to watch for muscle tone, skin color, and breathing changes. She told them that tightening ofthe

muscles around Julie's lips was smiling, and flushing was mad. Brieflight breathing was excited. If it went on for more

than a few seconds, though, it was scared. After about a week, they had an appetite list for Julie. These were the

things she liked. They also had an aversion list. These were the things she didn't like.

We took items from the appetite (like) list and made routines. For a student like Julie, routines tend to be basic.

1

.

Find out what's going to happen.

2. Transition to the place where it is going to happen.

3. Doit.

4. Ask to do it again.

5. Find out it's finished.

Each step is critical, but none is more critical than the first. Cueing students to let them know what is about to

happen sets the stage for learning. It lowers stress and enables them to focus cognitive energy on the activity. Unfor-

tunately, it is also the step most often left out. We have to change that.

The first routine we wrote for Julie was swinging on the platform swing. Tim, the teacher, did this routine with Julie.

1 . Tim told Julie what was going to happen by presenting her object cue for the activity. Object cues will be

different for each activity and for each student. They should be an object from the event that is very impor-

tant to the student. Julie's swing had a sheet ofbubble wrap over a foam wedge placed on the platform.

She loved the wrap. So, Tim cued her for swing time by first letting her hear the bubble wrap as he

scrunched it up near her ear, then touching it to her arm, then her cheek. He had to be very careful not to
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startle Julie. By talking to her as he approached with one ofthe cues that helped her prepare for the presen-

tation, Tim taught Julie to trust him.

2. Tim pushed her travel chair to the swing, lifted her, placed her supine on the wedge, and then rolled her to

prone. He did all ofthis exactly as the physical therapist trained him to do it. He waited a couple ofminutes

to allow Julie to get used to her new position.

3. Tim began gently swinging Julie. He sat on the floor by Julie's head so he could watch her face while she

was swinging. Her eyes opened wider, her lips stretched a bit into what we had learned to recognize as her

smile, and the muscles in her neck and shoulders tensed. The latter is what the physical therapist was hoping

for. At first, Timjust did the swinging until Julie began to poop out. When her stamina increased to about

two minutes, he began to do step four.

4. Tim would stop the swing and wait. He treated the first thing Julie did during the wait as a signal to start

again. The first time he stopped and waited, she blinked her eyes several times; he started. The next time,

she moved her head a little; he started. After many days ofthis, she began to understand that ifshe did

something, the swinging would start. Blinking became her favorite signal. When this was pretty consistent,

Tim waited for the blink. That whole process took about two months.

5

.

Tim told Julie that swinging was finished by rolling her over and removing the bubble wrap from under her as

she was turned. He gave her about fifteen seconds to process this information and to notice the absence of

bubble wrap. Then he lifted her from the swing.

Some ofJulie's other favorite routines included:

• listening to music while lying on top ofa big stereo speaker (good vibrations),

• moving her feet or hands in warm water (temperature changes),

• and getting squashed with the beanbag (deep pressure).

Exciting things happened in each routine. She gave the team her first vocalizations with the stereo speaker routine

and the first voluntary movement ofher hands and feet with the water routine. They began by moving the water

themselves. Then, much to their surprise, Julie began moving her own hands and feet a little bit when they stopped and

waited. They kept her aversion (dislike) list and reintroduced some ofthe things she hadn't seemed to mind too much.

Some ofthese became appetites. Ifshe responded negatively, staffnever repeated them without a long break. They

didn't ever repeat the ones that got strong negative responses. After three months, Julie was alert for40% ofher time

at school and the duration ofeach alert episode was about three minutes. After six months, she was alert 70% ofthe

time and the duration was six minutes. By now, she was able to orient and stay alert when she was on her own. For

instance, she had never responded to colored lights, which had only been presented as colored filters on a flashlight. At

this point in her progress, though, a color wheel was tried. The combination oflight and movement worked. Julie

would watch it for about five minutes, smiling her Julie smile. This type ofpassive stimulation is not good for learning,

but it will, at least, help maintain alertness when a teacher can't be present or when the student needs a break. That is

important. During the times somebody was with Julie, she worked on lots ofcognitive, communication and motor skills

that were targeted in her routines.

Zap

I met Zap when he was twelve years old. Zap's teacher, Sue, asked for help because she couldn't get Zap to do

anything with objects. Ifshe tried to put something in his hands, he dropped it or threw it. He spent most ofhis time

watching his waving hands in front of light sources like ceiling lights, windows and doors. Our first goals were to give

Zap the sensory input he was craving in more appropriate ways and get him to hold objects. We knew he liked

creating visual displays and that he needed a lot ofcontrast and some movement to do this. We knew that he did not
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like the tactual characteristics ofthe objects he was being given, particularly in his hand. We also suspected that Zap

did not like being acted upon by another person. Part ofwhat he liked about his self-stimulatory behavior (watching his

hand wave in front oflight sources) was that he was in charge of it. Part ofwhat he didn't like about objects was that

somebody else put them in his hands. In fact, this avoidance had generalized to a dangerous level. Zap moved away

when people approached. He sometimes pushed, or hit out ifthey persisted in being close to him. He was stressed by

the very prospect ofsomething being imposed on him.

The team began by trying to lower Zap's stress level. They wanted tojoin him and build trust. For instance, when

Zap would scoot over to the window and begin waving his hand in front ofhis face, Sue sat near him and waved her

hand in front ofher own face. When Zap got used to this, Sue would reach over every once in a while and wave her

hand in front ofhis face. Zap looked intensely at her whenever she did this. At least he was interested and didn't move

away. Then, Sue started saying, "Here comesmy hand," in a voice with a kind ofsinging quality, and slowly moved her

hand toward Zap. After a while, Zap would look at Sue and smile when he heard the words. Now, Sue always waited

for Zap's look before moving her hand. Zap learned that he was in charge. He learned that his look was a signal he

could use to control his teacher's behavior. He learned that his teacher would always honor his signal and, therefore,

could be trusted.

We turned this into a routine that gradually grew over time as steps were added. It started with these steps.

1

.

Go to window and sit down. (This was Zap's cue to his teacher to start the routine.)

2. Begin to wave hand.

3

.

Look at teacher to request her part.

4. Repeat as desired.

5

.

Stop looking at teacher to end routine.

Sue elaborated on the game. She started putting different things in her hand. She would say, "Here comes the

shoe," and wave the shoe in front ofZap's face. They built up quite a repertoire ofobjects— a shoe, a plate, a piece

ofchain, a wind chime, a mirror, a towel, a glove, a wiggle pen, etc. Sue put all these things in a basket so Zap could

hear her getting the objects out ofthe basket and putting them back in. When Zap ended the routine, Sue left the

basket and walked away. She hoped that Zap would reach in there and start exploring the objects. Eventually, he did.

IfZap wanted the piece ofchain, he would dig around in the basket until he found it and then wave it. Sue added more

things to the basket. He always chose the heaviest and smoothest objects - a barbell, the glass pitcher part of a

blender, a weighted spoon, a horseshoe, etc. He was now holding and exploring many objects.

After a good trusting bond was established, Sue tried to expand to new environments. Zap's parents were very

disappointed that he would not work at a desk like other students his age. Sue put a mirror against the wall next to the

window. She waved the object in front ofZap's face as he sat on the floor and then wave the object in front ofthe

mirror. That became a new step in the routine. She already knew Zap liked the mirror. Sure enough, he was very

interested in this addition. When the routine ended, he would dig in the basket for his favorite objects and wave them

alternately in front ofthe window and in front ofthe mirror. Next, Sue put the mirror on a low desk. Things proceeded

as usual. Zap gradually lost interest in the window. Sue began to raise the desk legs so he had to stretch to see the

mirror. She introduced a chair and Zap accepted it. Mom and dad were very proud the first time they walked into

Zap's classroom and sawhim sitting in a chair at a desk, picking up various objects to inspect in front ofhis mirror.

The team went on to develop routines with many ofZap's favorite objects. They made a horseshoe game routine

packed with social, communication, and motor skills. They used the blender in a smoothie making routine. Zap used

his barbells in a mainstreamed P.E. class.
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WHATNOW?

Not all interventions I have been involved with have been so dramatic. I can honestly say, however, that I have

never seen these principles applied correctly without good results ofsome kind. It takes information and training to

provide this kind ofprogramming. One ofthe reasons so much skill is required is that each intervention is unique. No
two sensory-neural systems are alike. Experiences and behaviors are different. Everything must be taken into account

to design the right combination ofcognitive, social, behavioral, sensory, and motor elements. Usually, to pull this off, a

team must work together. A very good book to start with is Essential Elements in Early Intervention by Deborah

Chen. Almost all the regional education service centers have workshops on routines. Some are also beginning to offer

workshops on using sensory experiences to manage arousal states. You can request these workshops by getting in

touch with the person in charge oftraining for low incidence populations at your region's education service center.

Technical assistance for individual children and students is available from most education service centers, and from the

Outreach Program at the Texas School for the Blind and Visually Impaired.

My experience confirms my beliefthat, with the proper attention to sensory-motor learning, all children and stu-

dents can be active learners with the possibility ofrealizing their full potential, regardless oftheir age or ability or the

complexity oftheir challenges.
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Math Technology for Visually Impaired Students

By Susan Osterhaus, Secondary Mathematics Teacher, TSBVI

The use of scientific graphing calculators is now a mainstay of secondary math classrooms, and they must be

provided to students for the End-of-Course Examination for Algebra I. When the new statewide assessment (TAKS)

begins in Spring 2003, the Algebra I exam will be eliminated, and it is expected that the TAKS 9th, 1 0th and 1 1th

Grade (Exit Level) Mathematics will require the use ofa scientific graphing calculator. Initially, calculators will not be

permitted on the 8th Grade math TAKS. However, their use may be included in the near future. Each student must

also have access to a graphing calculator for routine classwork and practice. Visually impaired students must meet the

same requirements as their peers, and Teachers ofthe Visually Impaired (TVIs) must be prepared to teach their

students the skills needed to be successful in mathematics courses. A review ofthe technology currently available may
help TVIs determine the most appropriate ways to teach their students and prepare them for statewide assessments.
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The Administrator's Manual of the 2001 End-of-Course Test states that each student must have access to a

graphing calculator during the testing. Students may use any graphing calculator except those with typewriter-style

keypads (known as QWERTY) or those that include a computer algebra system. Students may also use any four-

function or scientific calculator on the test, but hand-held minicomputers or laptop computers may not be used. TEA
usually accommodates the needs ofspecial education students on an individual basis. Ifa visually impaired student

uses, or wishes to use, a piece oftechnology not currently approved by TEA, the student's TVI should contact the

Accommodations Task Force at TEA, which may give permission to use it on statewide assessments. For further

information, the TVI might also call the Student Assessment Division ofTEA, at (5 1 2) 463-9536. Remember, the

device must be an accommodation that the student routinely uses in class.

LARGE DISPLAY SCIENTIFIC/GRAPHING CALCULATORS

TI ViewScreen Solutions (Current price: $300) <http://education.ti.com/>

Texas Instruments (TI) makes a ViewScreen package for several TI calculators including the TI-82 and TI-83. It

has worked well with some low vision students. They use a ViewScreen calculator connected to a ViewScreen LCD
display panel placed on a light box. Some students prefer using their calculator on the newer color CCTVs. This

technology is easily available and has been approved by TEA. The ViewScreen package is already used by math

teachers on theiroverheadprojectors, so they shouldhave no problemtraining visually impaired students with this technology.

VisAble (Current price: $269) <http://www.betacom.com>

The VisAble is the only large display scientific calculator made as a one-piece portable unit, and is an alterna-

tive for low vision students who are unable to use one ofthe TI solutions. However, it does not have graphing

capabilities. Betacom Corporation manufactures it. Although most general education math teachers will be

unfamiliar with the VisAble, the various functions are easily identifiable, and a willing math teacher should have

little difficulty orienting the visually impaired student to the VisAble. This technology is more expensive than

some, but it does meet with TEA's approval.

TI-83 Trainer (Current price: $49.50) <http://www.goldedtech.com/index.htm>

Professor Goldstein's TI-83 Trainer is an affordable computer software program with complete TI-83 calculator

emulation. When installed on a laptop, the student has a very portable device. The addition ofmagnification software

provides even better accessibility. Ifthe math teacher has selected the TI-83 as the class calculator ofchoice, the TI-

83 Trainer is an excellent option for the low vision student. The math teacher should have little difficulty orienting the

visually impaired student. However, this option has not been approved by TEA at the present time.

Scientific Notebook (Current price: $129) <http://www.mackichan.com>

Scientific Notebook (SN) is another software package. When installed on a laptop, the student has a very

portable device, which is more than just a graphing scientific calculator. SN is also a math/text processor, so the

student can do all assignments, calculations, and graphs in one document directly on the laptop. It has onscreen

magnification up to 400%, or additional magnification software may be used. In addition, two large print fonts

are available from MAVIS at NMSU, which will allow further onscreen magnification and large print hard cop-

ies. Metroplex Voice Computing is even working on voice recognition software to make it accessible to the

totally blind. With the right techniques, it is also possible for a blind student to work with matrices using Scientific

Notebook and a screen reader to solve systems of equations and find regression lines. Furthermore, math

teachers can enter all their worksheets, tests, etc. on SN, and the teacher ofthe visually impaired can easily

translate them into Nemeth code. Many general education math teachers are just now discovering SN and seem

quite excited about its potential. Although it has not been approved by TEA at the present time, most math

teachers should find it to be affordable and user-friendly.
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BRAILLE SCIENTIFIC CALCULATOR

Leo Braille Display Calculator (Current price: $1000) <http://www.sensorytools.com/> -\

The Leo is the only stand-alone braille-display scientific calculator, and is an alternative for the deafblind student

who does not use a notetaker with braille display. However, it does not have graphing capabilities. Robotron Sensory

Tools manufactures it. Most math teachers will need training before they can assist the student with this technology.

The cost may be prohibitive for most, but it does meet with TEA's approval.

TALKING SCIENTIFIC/GRAPHING CALCULATORS

ORION TI-34 (Current price: $199) <http://www.orbitresearch.com/>

Certain low vision students may prefer a stand-alone talking scientific calculator, and although there are many such

calculators on the market today, the ORION TI-34 from Orbit Research is currently the most affordable and user-

friendly. It is also approved by TEA. While it does not have graphing capabilities, it is easily accessible by totally blind

students (unlike the TIs and the VisAble), and features a built-in learning mode. The ORION's LCD display and

functionality are identical to the TI-34, so math teachers should feel very comfortable orienting the visually impaired student

Graph-It (Current price: $49) and Graph-ItPC (Current Price: $149) <http://www.freedomscientific.com>

Graph-It is a tactile scientific graphing calculator program for Blazie Engineering Note-Takers. Graph-It PC is

designed for use with IBM compatible PCs. Both are available from Freedom Scientific. The student can type in an

equation and produce a tactile graphic on most embossers. An audio representation ofthe graph can also be played

through the speaker for a quick, sound-picture ofthe graph. The software is quite limited, however, and the tactile

graphics and audio graph lack precision. The note-takers also include a built-in scientific calculator. Although this

combination is not the most user-friendly or time efficient scientific graphing calculator solution, it may be the only

option for a deafblind student. Most math teachers will need training before they can assist a visually impaired student

with Graph-It, and this is not a TEA-approved solution.

Accessible Graphing Calculator (Current price: $75) <http://www.ViewPlusSoft.com>

The Accessible Graphing Calculator (AGC) from ViewPlus Software, Inc. is a self-voicing graphing scientific

calculator software program. Unlike a hand-held calculator, it displays results through speech and sounds, as well as

visually presenting numbers and graphs. This program is intended to have capabilities comparable to a full-featured

hand-held scientific and statistical graphing calculator. TheAGC is truly accessible for all students, and could be used

for the entire class. The onscreen graphics are easily seen by a low vision student via an enlargement feature, and the

graph can be listened to by using the sophisticated audio wave feature. Print copies can be made with any standard

printer using a variety of fonts, including braille. The print copies with braille fonts can be copied onto swell paper and

run through a tactile imaging machine. One of the best ways to use the AGC is with a TIGER Braille/graphics

embosser from ViewPlus Technologies, Inc., but the TIGER is rather expensive. Although considerable time is typi-

cally needed for training a blind student to use theACG totally independently, the math teacher is usually able to assist

the student because it is so user-friendly for the sighted individual. The AGC cannot do matrices or parent functions,

but the various functions it will perform are quite impressive. (The vendor plans to continue upgrading the software,

including working with matrices.) It has not been approved by TEA at the present time.

CONCLUSION

Teachers ofthe visually impaired must make many decisions about appropriate programming and technology for

their students. They must not only be aware ofthe different kinds oftechnology that are available, but also be able to

teach their students how to use them. ForTEA to approve the use ofa piece oftechnology, it should be routinely used

by a student to complete assignments at school. The student should (a) have access to a graphing calculator, (b) know
how to use a graphing calculator, and (c) use it to practice routine class work at the same time as his or her classmates.
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TSBVI is committed to being a resource for visually impaired students, their teachers, and their families. It spon-

sors a variety ofworkshops and training opportunities, and maintains a math website at <http://www.tsbvi.edu/math/>.

The website not only provides information about appropriate materials, tools and technology, but also offers specific

suggestions for collaboration between teachers ofthe visually impaired and general education math teachers. In

addition, the Special Programs Department offers a three-week summer class, Adaptive Tools and Technology for

Accessible Mathematics (ATTAM), and a one-week ATTAM class during the regular school year. They also offer

several one-week sessions ofindividualized instruction on specific IEP objectives throughout the year, which might

include math and/or math technology goals. Finally, the Comprehensive Programs Department offers Algebra I,

Geometry, and Algebra II in two-period blocks during the academic school year. The two-period block allows

additional time for learning the necessary Texas Essential Knowledge and Skills (TEKS), perfecting the Nemeth code,

and training in the use ofadaptive math tools and technology.

If you have questions about teaching math to students with visual impairments, contact Susan Osterhaus at

susanosterhaus@tsbvi.edu or (512) 206-9305.

EBooks
By Holly Cooper, Technology Specialist, TSBVI, Outreach

EBooks are electronic texts containing special formatting features which allow for reading with specialized soft-

ware. EBooks are a recent development in the book market and can be downloaded into your computer, PDA
(Personal Digital Assistants or Palm type device) or pocket computer, as well as into dedicated devices or special

eBook readers. The exciting news for our readers is there is now voice output availability for eBooks, using Microsoft

Reader on a Windows computer. This means that you can have an eBook read to you by your computer without the

use ofJAWS. (By the way, you can now download SEE/HEAR from TSBVI's website in Microsoft Reader.)

Here is some background information. Electronic books came on the market a few years ago and were promoted

for their ability to save paper, space, and money. A few different companies developed special portable devices to

read eBooks that were approximately the size ofa typical paperback book. RCA and Franklin (which we in the field

ofvisual impairment know as the maker ofthe Franklin Language Master talking dictionary) currently have eBook

readers available in retail stores which sell electronics. There has been a certain amount ofmedia hype debating the

joys ofprinted books versus the technological advances ofeBooks, and the market for eBooks lagged after their initial

introduction. The introduction ofPDAs and Pocket Computers into the mass market unexpectedly helped the spread

of eBooks. PDAs and Pocket PCs have very small screens, but the devices with color screens are much more

readable. They are also becoming more affordable.

EBooks are usually downloaded through an Internet connection to a desktop computer. Ifthe eBooks are to be

read on a portable device, they are hot synced (transferred through a special connector) from the computer to the

device. There are a variety ofeBook readers. There is also a variety ofsoftware for Windows, Win CE/ Pocket PC,

Palm, and Mac operating systems that will allow your computer or portable device to read the eBook. Downloads of

the reading software are usually available at no charge.

SOURCES

For general information on eBooks:

Reader's eBook Primer: <http://www.ebookconnections.com/ReadersPrimer>

Microsoft eBooks: <http://www.microsoft.com/ebooks/default.asp>

§
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On-line sources of eBook readers and eBooks:

Microsoft Reader: Pocket PCs (not Palm OS) and Windows (has voice output capability)-- <http://

www.microsoft.com/reader/default.asp>

Adobe Acrobat eBook reader: Mac and Windows Pocket PC - <http://www.adobe.com/products/

ebookreader/main.html>

eBook retailers:

Below are some on-line eBook retailers that have publications for adults, youth and children. Some ofthese

sources have books available at no cost. Most free publications are older books with expired copyrights.

Adobe: <http://www.adobe.com/epaper/ebooks/ebookmall/main.html>

OverDrive: a source for other ebook publishers - <http://www.overdrive.com/retail.asp>

Social Studies School Service: eBooks ofteacher resources in history and social studies; also on-line

sources ofrelated books for students - <http://www.socialstudies.eom/c/@. lj.v.3ukkaz6/Pages/ebooks.html>

PreviewPort: a good source ofmass market eBooks - <http://ebooks.previewport.com/Default.asp>

Powell's: known for being a huge used book seller; also carries eBooks on their website - <http://

www.powells.com/ebookstore/ebooks.html>

Hard Shell: lots ofeBooks - <http://www.hardshell.com/>

eFollet: lots more eBooks - <http://ebooks.efollett.com/Default.asp>

MAGNIFICATION

eMonocle Reader has features for low vision users (usable in Mac, Linux and standard Windows, but not Palm OS
or Pocket PC) such as print size 4 to 1 44 points, adjustable color and contrast, and modifiable icons. It has keyboard

commands for non-mouse users. Available at no charge at <http://www.ionsystems.com/emonocle/>.

BRAILLE

Pulse Data, maker ofBrailleNote, made an agreement to use Microsoft eBook Reader so users can have output of

text in eBook format. Users ofBrailleNote can download eBooks in Microsoft Reader format from the Internet into

their computer and sync into their BrailleNote. They can choose to output the text in voice or refreshable Braille on

their BrailleNote. Because many eBooks are copy and print protected, the ability ofa BrailleNote user to output in

print or hard copy Braille ofan eBook is not consistent at this time.

Books on disk in text format can be purchased from National Braille Press. These disks can load text directly into

a braille notetaker without the use ofa computer, ifyou have a disk drive which is compatible with the device. For

more information, see National Braille Press at <http://www.braille.eom/otherfor.html#anchorport>.

EXAMPLES OF BOOKS AVAILABLE AS EBOOKS

There are an amazing number ofbooks available as eBooks. Many best sellers from current reading lists, classics,

reference books, books for young adults and children can easily be downloaded. Prices are similar to the price ofa

paperback book or, in some cases, even less expensive. For parents who enjoy listening to audio books, this could be

a reading experience for both you and your child. Here are just a few examples oftitles that can be found in eBook

formats: The Hardy Boys: The Castle Conundrum, Aftershocks, Alice s Through the Looking Glass, Anorexia
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Nervosa: Starvingfor Attention, Dangerous Mammals, Heather and the Snow, Creative Activities that Teach

about Africa, Langston Hughes and the Harlem Renaissance, Focus on Inventors, Beyond Stone and Steel: A
Memorial to the September 11, 2001 Victims, Presumed Innocent, and Along Came a Spider.

CONCLUSION

For many ofour readers, eBooks can be a great way to access information. In review, here are some ofthe assets

ofeBooks for blind and visually impaired users:

EBooks can be loaded into BrailleNote and Pocket PCs, and Mac or Windows computers,

depending on the product.

Textbooks and reference materials are available.

EBooks are portable, and cheaper than print.

Voice output software is free.

EBooks can be ordered and downloaded on-line and charged to a credit card. o

The van DijkApproach to Child-Guided Assessment

By Catherine Nelson, Clinical Instructor of Special Education, University ofUtah

Marisa is six years old, deafblind and has cerebral palsy. Testing results describe her as "untestable with probable

profound mental retardation and severe behavioral problems." Marisa's standardized evaluation got offto a bad start,

when her mother was asked to leave the testing room and Marisa began to scream when she could not locate her. The

assessor came up from behind and put his arms around Marisa in an attempt to comfort her. Startled and upset by the

unexpected touch ofa new person, Marisa managed to get her mouth on the assessor's hand in time to deliver a hard

bite. The assessment continued when both Marisa and the assessor stopped screaming. But Marisa again became

very upset when she could not understand what was being asked ofher and what she was supposed to do with the

strange objects that were being pressed into her hands. She had no idea what the assessor was asking ofher. She

could not perform many ofthe required skills because her visual, auditory, and motor impairments had severely limited

both opportunities and motivation for learning. Marisa's score was far outside ofthe range of test norms, and her

extreme agitation made any results unreliable. Sadly, at the end ofthe stressful day, her teachers and parents were led

to believe that Marisa was both incapable oflearning and severely behaviorally disordered.

Fortunately, such a scenario does not have to happen. In the 1 960s, Dr. Jan van Dijk and his colleagues in the

Netherlands developed strategies for assessment that look at the processes through which children learn, rather than

individual, discrete skills. Such processes include the (a) ability to maintain and modulate state, (b) preferred learning

channels, (c) ability to learn, remember, and anticipate routines, (d) ability to accommodate new experiences with

existing schemes, (e) approach taken to solve problems, (f) ability to form social attachments and interact with others,

and (g) communication modes.

The techniques used to obtain such information are guided by the child and thus avoid the unhappy situation that

Marisa was presented with. The foundation ofthis assessment is the establishment ofa relationship between the

assessor and the child that builds from a secure base. The children assessed are never unduly stressed by having those

with whom they feel secure leave before the new relationships are developed. They are given time to explore and

become comfortable in new environments. The child's interests and abilities determine what materials are used and the

direction the assessment takes, thus increasing both motivation and understanding. The assessor is responsible for

21



CO

O

adjusting his/her emotional level and communication to those ofthe child. Child-guided strategies are conversational in

nature and often begin with establishment ofan interactive routine. The assessor imitates what the child is doing, and

adds new information as turn-taking routines are built. Communicative signals are elicited by stopping the pleasurable

routine and waiting for the child to signal continuation. In this fashion, children are able to demonstrate their abilities to

learn, and the methods through which they can best be taught are identified. It is from this information that meaningful

educational plans can be developed.

Because the child guides this holistic process, there are no standard materials or instructions. In order to help

professionals and parents learn the assessment process, Dr. van Dijk and I developed an interactive CD-ROM entitled

Child-Guided Strategiesfor Assessing Children who are Deafblind or have Multiple Disabilities. The CD uses

more than 40 video clips ofsix children to demonstrate these strategies and their implications for intervention. Users

are asked to answer questions pertaining to the video clips, each ofwhich demonstrates several specific assessment

techniques. The answers are then discussed, and ifmore in-depth information is desired, relevant literature is accessed

by the click ofa button. After getting an overview of the process, the user can interactively view two complete

assessments and participate in designing intervention plans for the children being assessed through an interactive

question and answer format. The CD-ROM contains an index ofmany terms having to do with deafblindness and each

term is defined, explained in depth and illustrated with video clips. Twelve full text articles by Dr. van Dijk and his

colleagues, that explain the "van Dijk" approach to assessment and intervention with children and youth who are

deafblind, are also included in the production. The CD-ROM is now available and may be ordered from Joe Franken,

4619 Spyglass Dr., Dallas TX, 75287. The cost is $50.00 per unit. Further information and previews ofthe CD-

ROM may be accessed through the production website at <http://www.aapnootmuis.com>.

All children can learn, but it is our responsibility as educators and parents to discoverhow they learn best. Through

the techniques developed by Dr. van Dijk, children such as Marisa will have the opportunity to demonstrate what they

can do. Most importantly, as effective methods for intervention are designed and implemented, they will have the

opportunity to realize their full potential.

Vision and Hearing Loss Associated with Goldenhar Syndrome

§ By Kate Moss, Family Specialist, TSBVI, Texas Deafblind Outreach

u
H Goldenhar Syndrome is one ofthe many syndromes that can result in a child having vision loss, hearing loss, or

deafblindness. Like many other syndromes, there is typically a range ofspecific conditions. One child with Goldenhar

0$ may have only a few ofthe associated conditions while another child may have many ofthese conditions. It is important

A
> aware ofwhat conditions might be present with each child who has this syndrome. Then, we can appropriately assess

and program for his or her needs. Parents and family members need to connect with the medical and informational

resources that may help them support their child.

Goldenhar (sometimes called Oculo-Auriculo-Vertebral orOAV Spectrum) is one ofa group ofconditions known

as craniofacial conditions. That means that (he impact is primarily to the head and face. Individuals with Goldenhar

typically have faces that may appear smaller on one side, or the sides appear very different from each other. The

cheekbones, jaws, and bones forming parts ofthe skull may be underdeveloped or malformed. There is sometimes

incomplete development ofthe facial muscles, cleft lip and/or palate, teeth abnormalities, and what appears to be an

abnormally wide mouth due to cleft-like extensions ofthe corners ofthe mouth. With Goldenhar, there is also the

possibility of vertebral malformations, where the vertebrae may be underdeveloped, fused, or missing. Some children

may also have heart, lung, kidney and/or gastrointestinal problems and genital malformation. A small percentage also

have mental retardation (N.O.R.D. 2001).
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Both the National Organization for Rare Disorders (N.O.R.D.) and Pediatric Database give information about the

various conditions associated with Goldenhar. The Children's Craniofacial Association is another resource. Someone

familiar with all aspects ofthis disorder will be better able to plan for the child and support the family's needs.

N.O.R.D.

P.O. Box 8923

New Fairfield, CT 068 1 2-8923

Website: <http://www.rarediseases.org/cgi-bin/nord>

Children's Craniofacial Association

12200 Park Central Drive, Suite 1 80

Dallas, TX 75251

Phone: (972) 566-5980, (800)535-3643

E-mail: CCA@ccakids.com

Website: <http://www.ccakids.com/>

Pediatric Database

Website: <http://www.icondata.com/health/pedbase/

files/GOLDENHA.htm>

World Craniofacial Foundation

7777 Forest Lane, Suite C-62

1

P.O. Box 515838

Dallas, TX 75251-5838

Phone: (972)566-6669 and (800) 533-331

5

E-mail: worldcf@worldnet.att.net

Website: <http://www.worldcf.org>

The Children's Craniofacial Association hosts the Annual Cher's Family Retreat weekend for immediate family

members of individuals with a craniofacial condition. The retreat is named for the singer, Cher, who portrayed a

mother ofa child with a craniofacial disorder in the movie, Mask. She lends her support to the organization and to this

very special event. This year's event is scheduled for June 27th - 30th in St. Louis, Missouri.

VISION AND HEARING ISSUES

Vision conditions associated with Goldenhar Syndrome include:

• cysts on the eyeballs (epibulbar dermoids and lipodermoids)

• coloboma ofthe eyelid (part ofthe tissue ofthe upper eyelid is missing)

• microphthalmia (small eyes)

• narrowing ofthe eyelid folds between the upper and lower eyelids

• crossed eyes (strabismus)

• retinal anomalies

When addressing vision programming for these children, teachers must be aware that the child may be photophobic

or have problems adjusting to bright light and glare due to the coloboma or microphthalmia. There may be decreased

acuity due to the microphthalmia or retinal anomalies. The child may also have a field loss related to many ofthese eye

conditions. Additionally there may be problems with depth perception ifstrabismus is present. A thorough ophthal-

mological examination and functional vision evaluation should guide the team in addressing modification and accommo-

dations for the child's specific vision issues. Ifthe child is also hearing impaired, these vision issues may impact his/her

ability to read sign language or speechread in certain situations.

Hearing conditions associated with Goldenhar Syndrome include:

• missing or malformed outer ear (anotia and microtia)

• narrow or missing ear canals (atresia)

• abnormal skin and cartilage on or in front ofthe ears (preauricular tags)

• abnormalities in the middle or inner ear

Appropriate programming for hearing loss begins with a thorough otological and audiological exam. Depending on

the different malformations, a conductive, sensorineural or mixed hearing loss may occur. Because malformation ofthe

outer ear and ear canal prohibit the use ofcertain types ofhearing aids, amplification may be an issue. Bone conduction

hearing aids may be needed. However, malformation ofthe mastoid bones might reduce the benefits ofthis type of

amplification. Depending on the type and degree ofhearing loss, you might see a child with this condition having
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problems localizing sounds, listening in noisy environments, missing critical elements ofspoken words or being unable

to hear certain speech and/or environmental sounds. Ifthe child is deafblind, this may greatly impact learning orientation

and mobility skills. Malformation offacial muscles and thejawmay cause problems in forming certain speech sounds.

Children with Goldenhar should be thoroughly assessed in both vision and hearing. Finding and fitting assistive

devices such as glasses and hearing aids may be a challenge. Appropriate modifications made for programming and

materials should also consider associated health issues. Children with Goldenhar may be subjected to numerous

surgeries to addressjaw abnormalities and dental issues. They may have ongoing health issues that impact school

attendance and reduced stamina. Problems with teeth andjaws, cleft palate and lip, and general gastrointestinal

problems may cause nutritional concerns. All these factors must be taken into consideration when developing an

educational program for this child.
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Change . .

.

By Terry Murphy, Executive Director, Texas Commission for the Blind

A framed copy ofthe well-known Serenity Prayer sits on a table by my desk; a copy is glued to my daily calendar;

and I can quote it by heart. It has become an integral part ofmy life here at the Texas Commission for the Blind

because of its relevance to what I believe possible for every employee here as well as the consumers with whom we
work in partnership. Grant me serenity, courage, and wisdom . .

.

"Serenity to accept the things I cannot change. "
I can't say that I wear a halo of tranquility about things I

cannot change, but I'm farther down the road than I used to be. For instance, blindness exists within our society, and

state governments have finite resources. I have railed against both facts in the past, but I have reluctantly come to a

point ofacceptance because I cannot change either. The essence ofthis first phrase is also at the heart ofone ofour

core services - the "how-to 's" ofadjusting to blindness. I see people begin to flourish and open themselves to learning

when they and their families begin to accept blindness as something they can't change. Being blind is acceptable.

"Courage to change the things I can. " During my almost 30 years at the Commission I have been responsible

for my fair share ofchanging service delivery methods, staffing, and funding priorities. Change, to me, is usually

energizing, so I have to remind myselfthat others sometimes find it threatening. Recently the agency's administrative

staffgot together at year-end to celebratejobs well done. After recognition awards, the group was then challenged the

remainder ofthe day with techniques for adapting to change. During the meeting I heard one confused voice in back

say, "Ifwe did such a goodjob this year, why are we being asked to change?" Good question. One reason is that we
are not always the ones calling for change.
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The administrative functions in all health and human service agencies are under scrutiny today in an effort to reduce

administrative overhead. Ourjob is to cooperate fully by providing information about our mission, the services we

provide, and how we are getting thejob done efficiently and effectively. Ifmandated changes come our way, we will

adapt, but we must be diligent in ongoing discussions to educate decision makers about the uniqueness ofblindness and

the lack ofalternative resources available elsewhere ifagency services are diminished. Each proposed change must be

analyzed carefully for its effect on specialized services. It's imperative thatwe safeguard the gains consumers and state

employees who are blind have made in Texas in the work place, schools, and communities via services available

through the Texas Commission for the Blind.

"The wisdom to know the difference. " Advocating for change just to stir the water is irresponsible. Even the

simplest modification should be for the purpose ofproducing positive results. For instance, we are thinking about

making a change that may seem simple on the surface, but its roots are deep. We plan to rename the Blind and Visually

Impaired Children's Program. We may get some questions about making a change. Conventional wisdom might tell us

to leave well enough alone because our program is the benchmark used by other states with a children's program or

hoping to establish one. However, a name change is a wise decision in this changing climate ofTexas government

consolidation and streamlining. We do something no one else does and our program's name needs to reflect it. After

stretching our meager funds for years to provide services not available elsewhere, other agencies have begun to step

forward with funds for providing much ofthe medical assistance and prevention ofblindness we once provided for

blind and visually impaired children. We are already focusing our budget more on our mainjob, helping children with

permanent and severe and visual losses.

We also need a new program name that tells legislators and decision-makers how we are fulfilling our mandate to

provide services that will assist children with visual impairments to achieve financial self-sufficiency and a fuller and

richer life. We promise a program that believes that the vast majority ofblind children can look forward to a vocational

future appropriate to their capabilities. We promise that all ofour services will have a positive impact on the self-

confidence ofchildren, from newborn through secondary school age, as well as their families as they adjust to blind-

ness. We promise aprogram that responds to children who are severely multiply impaired, including children who are

deafblind. We will be there to help all children with visual impairments reach their highest potential on an individual level

regardless ofwhat the future may hold. Commission services can start the minute a child is born, and providing age-

and ability-appropriate, blindness-specific services is our specialty.

Yes, blindness is a fact to be accepted, but we can still change what we can, as we can, to lay the groundwork for

a better future. And, there's sometimes wisdom in a simple name change if it tells the world we have confidence that

our services will have an indelible impact on your child's vocational and individual potential. By the time this article is

published, we will have made a decision, so don't be surprised or alarmed when you hear that a new program's in

town. It'sjust us, delivering the same quality ofservices we are known for, but working hard at delivering even better.

Our children's program helps build a strong foundation ofskills that last a lifetime.

The Real Challenge in Tactile Graphics

By Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

Many, many years ago, when I was a beginning teacher, I had a totally blind 4th grader who was taking California

history. On one of the first print pages of his textbook there was a map of California, on which were displayed

mountains, rivers, major cities, county borders, natural resources, and crops. It was a mess in print, but imagine my
dismay when I discovered it had simply been left out ofthe hand-transcribed braille copy. That was the beginning ofa

career-long venture into the world oftactile graphics.
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Some ofthe things I've learned along the way:

1

.

Blind children need to learn, in a gradual, developmental way, that there are systems for displaying real

things in abstract form. This learning must be led by a skilled, qualified teacher ofthe visually impaired.

2. Each new use oftactile graphics will require instruction from the teacher ofthe visually impaired.

3. We should not try to reproduce three-dimensional pictures in raised line form. No raised-line picture will

be three-dimensional to a blind child.

4. Bigger is not necessarily better when it comes to tactile graphics. When the fingers ofone hand cannot

encompass a tactile graphic, we are expecting the blind child to have a spatial sense that she may not possess.

5. While it may be desirable to have standards for tactile graphics (one shape always means the same thing),

this is not likely to happen.

6. Blind people themselves feel differently about tactile graphics. I have friends who tell me that for me to

decide what is presented as a tactile graphic, and what is not presented, amounts to censoring by me.

They say "Put it all in and let us decide." I have other blind friends that tell me to describe a graphic in

narration if I think it would be better understood.

7. Tactile graphics are necessary in three subjects: mathematics, geography, and science. My TVI friends

who teach in local schools tell me that these subjects are often the most difficult for a blind child in a general

education setting. At the Texas School for the Blind and Visually Impaired, very few students are referred

by their local school district because ofacademic needs, but those that are, need the kind ofsmall class,

intensive instruction available at a school for the blind in those three subjects.

8. As local school instruction has continually improved over the years, schools for the blind would do well to

find ways to complement the work ofgeneral education. We do this by emphasizing the Expanded Core

Curriculum, because the subjects contained in it are those that TVIs in local districts often do not have time

to teach. The academic subjects that schools for the blind might want to continue to stress are mathemat-

ics, geography, and science. Often in schools for the blind there is time to not only teach the academic

content ofthese subjects, but to teach the reading oftactile graphics. Remember, ifwe don't develop

standardized tactile graphics, it leaves us with no choice but to teach the reading ofalmost every tactile graphic.

Thejourney from those early days in California has taken many turns through the years, and I know several people

who have helped us to significantly improve the production ofreadable tactile graphics. But I remain disappointed

because we seem no closer to making wise decisions about how and when to use tactile graphics than we were forty

years ago ! Children with blindness need quality tactile graphics. As concerned parents and professionals, we owe it

to these children to share this issue and advocate that it be addressed systematically at national, state, and local levels.
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The Case for Low Vision

By Dennis Dickinson, Itinerant Teacher ofthe Visually Impaired

for Gilmer ISD, Ore City ISD, Harrison County, and Upshur County

Individuals with low vision, by any estimate, constitute the vast majority ofthe visually impaired population. How-

ever, more than halfa century after this has been acknowledged, there remains a controversy regarding the way they

should be treated by educators and rehabilitation professionals. Actually, I should not say "they," for this article is

written by such an individual. I am a middle-aged person with low vision. In addition, I am the spouse ofa visually

impaired person, the father oftwo adopted children, a low-vision driver, and have been an educator ofstudents with

visual impairment for over 25 years. I readily acknowledge that these credentials do not entitle me to speak on behalf

ofall members ofthe low vision population. However, I do feel that I represent many within this populationwho simply

wish our voices to be heard. 26



The low vision population is by nature an extremely diverse group. At its extremes, it includes people with light

perception as well as those who can read paperback books and newspapers without using any aid or device. I would

submit that despite this diversity, the low vision population has certain unique characteristics that set it apart from both

the "fully sighted" and "blind" populations. These characteristics are:

1

.

Individuals with low vision do not have the same abilities as people with "normal" vision.

2. Individuals with low vision do not have the same characteristics as totally blind individuals.

3. Individuals with low vision have unique needs that set them apart from either population.

As a member ofthis group ofindividuals, I also believe that there are three unique needs that should be addressed

by educators and rehabilitation professionals.

UNIQUE NEEDS OFTHELOW VISION POPULATION

Our vision should be accurately measured.

To put it succinctly, "LOW VISION ISNOTNO VISION!" The definition oflegal blindness is a visual acuity of

20/200 in the best eye with best correction or a visual field of20 degrees or less. While this definition sounds precise,

it is often subjective. An eye specialist who uses an eye chart that does not measure acuities between 20/1 00 and 20/200

may give "the benefit ofthe doubt" and declare the patient "legally blind" in order to give the person access to more

services. Thus, a person who reads regular print with no aids risks being placed in the same category with people who

have a far lesser degree ofvisual functioning. Why, in an environment where time is measured in milliseconds and

gasoline sales are measured in thousandths ofa gallon, do we still consider "counts fingers" a viable visual measure-

ment? Why do we continue to cling to an out-of-date standard? Unfortunately, mistakes and misunderstandings still

occur. The definition of"legal blindness" is not even the same in all countries. It is simply an arbitrary designation

arrived at by people with 20/20 vision to determine eligibility for government services.

An oft-repeated truism in the field ofvisual impairment is that a fully sighted person gets 80 percent ofhis or her

information about the world visually. In the case ofa low vision person, he or she is still receiving a vast majority oftheir

sensory input by visual means. The point at which 80% becomes 50% or5% is not something that is easily determined.

Attempts to state a "percentage" ofvision loss frequently fail to take into account factors other than visual acuity. Inmy
opinion, ifan individual demonstrates good visual functioning, this individual's vision should be given the "benefit ofthe

doubt" when considering educational and rehabilitation programming. Certainly it does not deserve to be ignored as if

it were ofno importance.

It should be obvious that a simple measurement ofvisual acuity is not sufficient to make blanket decisions regarding

a person's education or rehabilitation. Other factors should also be considered, especially when they can have such a

profound effect upon programming. Visual field, the effects ofvarious lighting conditions, and the nature ofthe eye

condition including prognosis, age ofonset, and cognitive functioning are important components ofvisual functioning.

While most ofthese items have long been included on the State ofTexas Eye Report Form, experience has shown that

all these factors are seldom addressed. Even though there are many fine eye specialists and low vision clinics that can

give great assistance to persons with low vision, more precise and accurate vision evaluations are needed to ensure that

accurate decisions are made.

Our vision must be respected.

It has been well documented that an individual's visual functioning is dependent on a great variety offactors. In

addition to visual acuity, visual field, and the nature ofthe eye condition, factors such as lighting, color vision, and visual

experience also play a significant role in an individual's ability to use visual information. This is why educators perform

Functional Vision Evaluations and Learning Media Assessments; to determine, on an individual basis, the visual
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abilities ofeach student. The Learning Media assessment makes further recommendations concerning the learning

media that will be most effective and the modifications that will enable an individual to function atmaximum potential.

Admittedly, these assessments are not perfect. No evaluation that depends on observation and a limited amount of

contact with a student could possibly make such a claim. That is why the assessment is repeated at least every three

years, and it is not relied upon as the sole factor for making educational decisions. It is considered along with medical

information, evaluation by educational diagnosticians, teachers and other education professionals, and parental input.

Ultimately, the person best qualified to speak about visual needs is the individual with low vision. In the case of

young children and people with multiple disabilities, the determination must be made by observation, caregiver inter-

view, professional judgment, and other means. However, in the field ofeducation, it is a decision based upon the

characteristics ofeach individual. It is our function as educators to help the student become increasingly aware ofnot

only his or her visual condition, but also the adaptations necessary to function in a fully sighted world as a productive

member ofthat society. It is the individual's responsibility to demonstrate what role the visual impairment will play in

his or her life. When we make assumptions about what a visual impairment means, we run the risk oflimiting what the

person may ultimately be able to accomplish.

An individual with low vision should have access to a wide variety of tools.

The literacy tools ofa fully sighted person are print reading and writing. The literacy tools ofa totally blind person

are Braille reading and writing. Both populations will likely use computer technology, listening skills, and other sensory

input to supplement these tools. The person with low vision may use either or both ofthese literacy options. In

addition, this person may use a variety ofother tools including enlarged print, magnifiers, telescopic aids, screen-

enlarging software, and other devices to enhance communication skills. Denying any ofthese sources, especially print

access, to those capable ofusing them, limits an individual's potential. I am sure no one in the education or rehabilita-

tion field, or the consumer ofsuch services, wants this outcome.

w
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I write this as a member ofthe largest numerical component ofthe low vision population. I refer to those whose

acuity is above 20/200. I do not think I stretch the pointwhen I say that most ofus regard ourselves as basically visual

people. Frequently we fail to identify ourselves with the "legally blind" population. Frankly, it is our goal to blend in

with the rest ofsociety as much as possible and to attract as little attention as possible. Consequently, we too often fail

to speak out on issues which effect programming for persons with visual impairment. It is notmy aim to criticize any

particular agency or individual. Rather, I simply call for the recognition ofindividuals with low vision as a distinct

population with abilities and needs that distinguish it from both the totally blind and fully sighted populations. As a

distinct group, this population deserves to have programming decisions that are based upon its unique characteristics

and needs. More precise vision evaluations, respect for the individual's use ofall the sensory channels open to him or

her, and access to an increased availability ofthe necessary tools for literacy and life would go a long way toward

meeting the unique needs ofthe low vision population.

Mosquito Netting or Pay Check-Which Will You Choose?
By Ron Lucey, Texas Commission for the Blind, Consumer Resources Coordinator

Each January, I try to motivate families to start planning for their child's summer activities, even though the Central

Texas winter seems endless and summer a distant notion. I was recently inspired by my colleagues at TCB to broaden

the annual summer camp article to include additional suggestions for using your child's summer break to better prepare

them for their future.

WILL YOUR CHOICE BE MOSQUITO NETTING?

There are a lot ofbenefits to be gained from attending camp, including telling stories on the size ofthe mosquitoes

swarming the campsite. Younger children may benefit from shorter camp sessions or day camp programs recom-
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mended for campers who may not be emotionally prepared to spend a week or more away from home. Often city

parks and recreation departments sponsor day camps that seek to include youth with disabilities in city sponsored

recreational and learning activities. Meet early with the recreation or day camp coordinator to insure that your child's

needs for meaningful participation are accommodated.

For many older children, residential summer camp programs offer a good opportunity to practice and learn new

skills, develop a greater sense ofconfidence and independence, meet peers with similar interests, make new friends

and, most importantly, have fun. An updated list ofpopular residential summer camp programs, and other summer

programs targeting youth who are blind or visually impaired, may be found on the TSBVI website at <http://

www.tsbvi.edu/education/camps.htm>.

SUGGESTIONS FOR SELECTING A CAMP

1

.

Be aware ofcamp deadlines. The more popular camp sessions fill up fast, leaving your family with fewer

choices for camps and desired sessions ifyou fail to beat the rush. By Spring Break, make sure you have

made a final camp selection.

2. Call early (January or February) to request a camp application form. Some forms take longer to complete

and may require a medical release signed by your child's doctor.

3. Talk to other parents, teachers ofthe visually impaired, TCB children's caseworkers, or transition counselors

about the camp you are considering for your child. Visit the camp's website or, ifpossible, consider a visit to

the camp in the off-season.

WILL YOURCHOICE INCLUDE EARNING A PAYCHECK (ORWORK EXPERIENCE)?

Most ofus can remember having a work experience at an early age, even ifit was a volunteerjob at our local church

or hospital. Work experience is crucial for the vocational development ofchildren who are blind or visually impaired.

This summer, instead ofconsidering the same camp options, why not think about involving your child in a summer work

experience - either informal or formal?

Younger children benefit from having responsibility forjobs around the house, and the reward ofearning a little extra

spending money. Focus on thejobs or portion ofjobs your child is able to perform, and help them develop alternative

techniques for accomplishing other more challenging household chores. Suggested chores for younger kids include

feeding and caring for the family pet, helping with laundry, washing and putting away dishes and, yes, even yard work.

In addition to promotingjobs around the home, consider volunteer experiences with local organizations and/or busi-

nesses. Some experiences to consider include folding towels and sweeping at a friend's hair salon, being ajunior camp

counselor at a local day camp, and volunteering at museums. To explore these options, contact yourTCB Children's

Program caseworker.

Older youth may wish to explore paid work outside the home through a summerjob with a local employer. Local

workforce centers offer a good resource for finding paidjobs in the community. The Texas Workforce Commission

(TWC) website has a list ofall local workforce centers, as well as onlinejob banks for performing ajob search. Their

website is <www.twc.state.tx.us>. Many city/county health and human service departments sponsor summer youth

employment programs, with work opportunities in city departments throughout the community. Recruitment for these

programs may begin as early as January, with mandatory pre-work training and orientation classes held in the spring.

For more information on paid summer work programs, contact your local TCB transition counselor, Regional Educa-

tion Service Center, or the Texas School for the Blind and Visually Impaired.

Whether your family chooses mosquito netting or a paycheck, the most important part ofthe experience is to enjoy

the summer and all ofthe recreational, learning, and work opportunities it has to offer!
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Don't Miss This Opportunity! !

!

By David Wiley, Transition Specialist, TSBVI, Texas Deafblind Outreach

In the last edition ofSEE/HEAR, Stephen Schoen, with the Texas Department ofHuman Services (TDHS), re-

ported on current opportunities for community services that are available through the Deaf-Blind Multiple Disabilities

Medicaid Waiver. Steve is the administrator ofthe DB-MD Medicaid Waiver Program.

I wanted to emphasize that for young people with deafblindness and their families, there is, right now, a unique

opportunity to receive extremely valuable community services with little or no wait.

What is the opportunity?

Texans can receive services from the DB-MD Waiver specifically designed to provide support at the home ofa

person who is deafblind with multiple disabilities. This can be the home ofthe person's family, the person's own home,

or a small group living arrangement in the community. These services provide the support a person needs to live in the

community, or can assist families who continue serving as the person's primary caregivers.

This Program has the flexibility to meet individual need. People who are deafblind with multiple disabilities, or

families, receive only the support they need and want, from minimal to more extensive help, including 24-hour care in

the community. Once a person enters the Program, services can continue for life, and be modified or expanded as the

needs ofthe person or family change. There is no family income eligibility requirement, as is the case withmany programs.

Who should act now?

Ifthere is an individual in your family who is deafblind with an additional disability, andwho will always need support

and assistance at home and in community, put his or her name on the DB-MD Interest List now. The DB-MD Waiver

is for individuals age 1 8 and over, but people of all ages should have their names on the Interest List. Services for

individuals over 1 8 can begin as soon as eligibility has been established, while those under 1 8 will be in line to receive

services after meeting the age requirement. It is also important for young children to be on the Interest List, because

information about the number ofindividuals who are deafblind with multiple disabilities requiring support will help

policy makers plan for future needs. In addition, ifthere is a policy change regarding the age at which services may
begin, younger people on the list will be in a better position to begin services immediately.

Advocates for young people who are deafblind with multiple disabilities should also act. Teachers, caseworkers,

and friends should inform families about this opportunity, encourage them to contactTDHS about the DB-MD Waiver

and, ifassistance is needed, help them complete the Interest List Survey Form (Project Service Link) that will place the

name ofthe deafblind individual in their family on the DB-MD Interest List. The initial paperwork is minimal.

Why act now?

While most Medicaid funded programs have extensive waiting lists, new funding from the Texas Legislature is

available to the DB-MD Waiver Program now. AfterTDHS has been contacted, and the Interest List Survey Form

has been completed, services can be quickly initiated for eligible applicants. Current information about people inter-

ested in the Program, regardless ofage, will help ensure that services continue to be available in the future.

For more about the DB-MD Waiver Program, read Steve Schoen's article in the Fall 200 1 Edition ofSEE/HEAR.
An electronic version is on TSBVI's website at <http://www.tsbvi.edu/Outreach/seehear/fall01/waiver.hrm>. You'll

soon be able to find additional information about the DB-MD Waiver on TSBVI's website by following the Texas

Deafblind Project link at <http://www.tsbvi.edu/Outreach/deafblind/index.htm>. Steve can also be contacted directly

at (5 1 2) 438-2622, or <stephen.schoen@dhs.state.tx.us>.
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California Deaf-Blind Services Fact Sheets Available in Many Languages!

Are you looking for information on issues common to children who are deafblind? California Deaf-Blind Services

has many fact sheets that are available in a variety oflanguages. The fact sheets listed below are all available in English,

but many are also available in Spanish, Chinese, Laotian, and/or Vietnamese.

NO. FACT SHEET TITLE SPANISH CHINESE LAOTIAN VIET-

NAMESE

001 Communication X X X
002 Light Sensitivity X
003 Touch Cues X X X
004 Object Communication X X X X
005 Tadoma - only in English

006 Ideas for Recreation and Leisure - onlv in English

007 Awareness ofMedical Issues

in Relation to Changes in Behavior

X X X

008 How to Interact with Individuals

with Dual Sensory Impairments

X X X X

009 Teaching Body Language - only in English

010 Developing Independence X X X
011 Appropriate Touch - only in English

012 Tolerating Touch X
013 Encouraging Exploration X X X
014 Making Changes in Routine X X X
015 Relaxation Strategies - only in English

016 Deaf-Blindness - only in English

017 Innovative Living Options - only in English

018 Alphabet Soup:

Acronyms Commonly Used in Special Education

X

019 Creating aNeed To Communicate X X X
020 Strategies for Successful Medical Appointments

for Individuals with Deaf-Blindness

X X X

021 Supported Education - only in English

022 Neurological Visual Impairment X X X
023 Visual Adaptations X X X
024 Otitis Media X X X
025 How to Create a Communication Directory X
026 Considerations When Assessing Children& Youth

ofSpanish Speaking Families

X

027 How to Create a Winning Video Resume X
028 Maintaining a Home-School Relationship X

Most ofthe fact sheets are currently available online. Ifthey are not, you can contact the California Deafblind

Services office to obtain a printed copy. Printed versions ofALL fact sheets are available free ofcharge. To order any

ofthe California Deaf-Blind Services Fact Sheets, contact them by phone - (800) 822-7884 (voice/TTY), fax - (4 1 5)

239-0 1 06, e-mail -cadbs@sfsu.edu, or go to their website at <http://www.sfsu.edu/~cadbs/Facts.html>.
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Citigroup Offers $10,000 Plus Paid Summer Internships

Citigroup Bank, one ofthe national corporate sponsors ofDisability Mentoring Day, is offering a great opportunity

to people with disabilities. Citigroup's Global Diversity Scholarship Program provides a paid 10-12 week internship

opportunity during the summer before the senior year ofcollege and a one-time award up to $ 1 0,000, for tuition, which

will be granted upon successful completion ofthe summer internship. While this scholarship program was originally

created to enhance opportunities for female and/or minority college students, Citigroup now wants to begin using this

Scholarship Program to target students with disabilities.

Citigroup is looking for candidates demonstrating a combination ofacademic and leadership abilities, coupled with

experiences and personal qualities that indicate an individual's potential to excel in the field offinancial services. Stu-

dents ofall disciplines and majors, who have excelled in their pursuits, are encouraged to apply. To find out more about

Citigroup's Scholarship Program and obtain an application, contact:

Dennis Miranda Phone : (2 1 2) 8 1 6-2 1 96

Citigroup Bank Fax: (212)816-3438

Global Diversity Department E-Mail: dennis.miranda@ssmb.com

388 Greenwich Street, 39th Floor

New York, NY 1 00 1

3

APPLICATIONS ARE DUE FEBRUARY 25, 2002.

APHont™: A Font for Low Vision

APHont™ (pronounced Ay '-font), was developed by American Printing House for the Blind, Inc. (APH) specifi-

cally for low vision readers. APHont embodies characteristics that have been shown to enhance reading speed,

comprehension, and comfort for large print users. Some of its features include:

• More even spacing between letters

• Higher crossbars

• No serifs

• Wider letters

• Heavier letters

•Underslung"j"and"q"

• Letters more open

• Larger punctuation marks

OS

>

u

APHont Regular may be copied and distributed at no charge. To view a sample ofAPHont Regular (nonbold) or

download it for free, go to <http://www.aph.org/products/aphont.html>. (Note: APHont is trademarked material.

APHont may not be altered or copied for sale without express written permission from APH. APH makes no claim

that APHont is an appropriate font for children who arejust learning to read.) For further information aboutAPHont or

other products and services available throughAPH, call (800) 223-1 839.

New Braille Resources Now Available

Special Education Technology British Columbia (SET-BC) has developed some new resources to support emerg-

ing braille literacy using the Mountbatten Braille Writer (MB). These two new resources, written and designed by

Graham Cook, a teacher ofstudents with visual impairments in Peace River, British Columbia, are now available to

view and download in Adobe pdfformat on the SET-BC website at <http://www.setbc.org/res/mbpro/default.html>.
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The first resource, "MB Pro - The Second Generation Mountbatten Brailler-A Visual Guide", is a user-friendly learning

and reference guide for teachers that covers the basic operations ofthe Mountbatten Pro Braille Writer. (53 page document)

The second resource, "MB Pro Braille Writer - Step by Step Introductory Lessons", is a series of lesson modules

designed for beginning braille readers and writers, ideally K-l . Lesson plans include many detailed and creative

activities for enhancing literacy development as well as concept development. Graham has used these lesson plans

successfully with his students and they are shared as suggestions for teachers to adapt to suit the needs of their

individual students. ( 1 68 page document)

National Braille Press Publishes The Bridge to Braille

National Braille Press is a nonprofit Braille printing and publishing house that was established in 1 927. It publishes

a variety ofmaterials in and about Braille, including Braille versions ofthe Harry Potter books! One of its publications

is The Bridge to Braille. The Bridge to Braille, written by Carol Castellano and Dawn Kosman, is a step-by-step

guide that shows parents and teachers how to help blind children progress from early literacy experiences to full

participation in the classroom. Written by the parent ofa blind child and a teacher ofthe blind, this is a very easy to

read book crammed full ofgood ideas. It is available in large print or braille for $ 1 2.95

.

Chapters include:

Setting the Stagefor Success (how parents can help a child get ready to read Braille)

A Quick Braille Lesson (information about the Braille code)

Adapting Materials (quick and easy ways to help children learn to use Braille for labels, worksheets and

flashcards)

Beginning Braille Reading and Braille Reading Skillsfor School (the skills a beginning Braille reader

needs, including dictionary skills)

About Braille Books (Did you know there are different formats which help the Braille user read more

efficiently?)

Writing in Braille and Braille Writing in the Classroom (Do you know what a slate and stylus is? Do you

know how to help a child take spelling tests in Braille?)

DoingMath in Braille (including a nice Nemeth code cheat sheet!)

Independence in the Classroom (What does desk size have to do with reading Braille?)

Using Technology (an overview ofhigh-tech devices and how to choose them)

Resources (sources ofBraille books, instructional books for teachers and parents, materials and information)

Appendices: Literacy, Learning, and Louis Braille; Making Whole Language Work; and A Parent's

Guide to the Slate and Stylus

To order this book or a catalog ofother publications, contact:

National Braille Press

88 St. Stephen Street

Boston, MA 021 15

Phone: (888)965-8965

Fax: (617)437-0456

Website: <http://www.nbp.org/address.html> 33
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Braille Bug

Do you have the Braille Bug?? American Foundation for the Blind (AFB) has a web page for you! Check out

<www.afb.org/braillebug/>. This page has links to information about Braille (the man and the code), Helen Keller, and

games and ideas to help teachers and parents talk with children, sighted and visually impaired, about Braille.

Celebrate Braille literacy anytime!

American Foundation for the Blind (AFB) has developed a packet to help commemorate Braille Literacy Month,

observed in January to honor Louis Braille's birthday. January is past, but Braille literacy can be celebrated any time!

Packets include, among other things, fact sheets about Braille, Braille alphabet cards, a poster about Braille, and

resources and information for parents about Braille. You may obtain a packet by writing The National Literacy Center,

AFB, 100 Peachtree St., Suite 620, Atlanta, GA 30303, calling (404) 659-6957, e-mailing literacy@afb.net, or by

calling AFB's Information Center at (800) 232-5463 or the National Association for Parents ofChildren with Visual

Impairments (NAPVI) at (800) 562-6265.

AFB Technology and Employment Center

American Foundation for the Blind has a new program, The AFB Technology and Employment Center. Resources

at the center focus on two key areas. The AFB Tech Product Evaluation Laboratory is working with software and

hardware developers to make mainstream products accessible. The Careers and Technology Information Bank is a

data base ofover 2000 individuals who have a visual impairment and are willing to give first hand information about

theirjob experiences and use ofassistive technology. Check out the variety ofprofessions represented by this group

at <http://www.afb.org/info_document_view.asp?DocumentID=223>. For information about the Technology and

Employment Center, go to <www.afb.org> or call (800) 232-5463.

New Commissioner's Rules Proposed

The Texas Education Agency has issued proposed new Commissioner's Rules for the governance ofthe state's 20

regional education service centers. The proposal, open for public comment only until February 20th, would delete the

current requirement in rule that each education service center must hire at least one staffmember certified as a teacher

ofthe visually impaired.

The Texas Education Agency would like to hear more from the public about this proposed change. Go to <http:/

/www.tea.state.tx.us/special.ed/>, and click on "Commissioner's Rules for Special Education (Proposed)." Com-
ments on proposed rules can be submitted to rules@tea.state.tx.us. Be sure to reference 89. 1 141 (e) "A minimum of

one staffmember certified in the education ofstudents with visual impairments shall be employed by each ESC".

Written testimony will be accepted until February 20, 2002.

A series ofpublic hearings will be held across the state at these education service centers on the following dates:

January 25th - ESC Regions 4 (Houston), 7 (Kilgore), 9 (Wichita Falls), 1 5 (San Angelo), and 1 9 (El Paso).

February 8th - ESC Regions 3 (Victoria), 5 (Beaumont), 1 (Richardson), 1 6 (Amarillo), and 20 (San Antonio).

February 1 1th - ESC Regions 1 (Edinburg), 8 (Mt. Pleasant), 13 (Austin), 14 (Abilene), and 18 (Midland).

February 20th - ESC Regions 2 (Corpus Christi), 6 (Huntsville), 1 1 (Fort Worth), 1 2 (Waco), and 1 7 (Lubbock).

The last day for public input is February 20th. Whether you are the parent ofa child with visual impairments or

deafblindness, or a professional working with one ofthese children, it is important for your voice to be heard.
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Reauthorization ofthe Individuals with Disabilities Education Act

The Secretary ofEducation invites written comments from the public on the Individuals with Disabilities Education

Act (IDEA), to help the Department ofEducation prepare for reauthorization ofthe Act in 2002. To ensure that your

comments are considered by the Department as its legislative proposal on IDEA is prepared, we encourage you to

submit them before February 25, 2002. All comments concerning the reauthorization ofIDEA should be addressed to

Thomas Irvin, Office ofSpecial Education and Rehabilitative Services, U.S. Department ofEducation, and submitted

by one ofthe following methods.

1

.

Comments can be submitted by e-mail to Comments@ed.gov. You must write "IDEA Reauthorization" in

the subject line ofyour electronic message.

2. You can also submit your comments via surface mail to Office ofSpecial Education and Rehabilitative

Services, U.S. Department ofEducation, 400 Maryland Avenue, SW., Mary E. Switzer Building, Room
3086, Washington DC 20202-2570.

Please submit your comments only one time. For further information contact JoLeta Reynolds orThomas Irvin at

(202) 205-5507 (voice) or (202) 205-5465 (TDD). This document is available in an alternative format (e.g., Braille,

large print, audiotape, or computer diskette) on request to Katie Mincey, Director ofthe Alternate Formats Center, at

(202) 205-8113. For information about IDEA, you can go to this website<http://www.ed.gov/legislation/

FedRegister/other/2002-l/011002c.html>.

IDEA is the major legal basis for special education service delivery on our country. Many advocacy groups in the

fields ofblindness and deafblindness have developed position statements to prepare for IDEA reauthorization. You

may want to contact one or more ofthe following organizations to see what issues they believe are important to address

in the next revision ofIDEA.

1

.

The Alliance ofand for Visually Impaired Texans (AVIT)

Phone: (800)394-0666

2. The Association for Education and Rehabilitation ofthe Blind and Visually Impaired (AER)

Phone: (703) 823-9690, Website: <http://www.aerbvi.org/>

3. The American Council ofthe Blind (ACB)

Phone: (800) 424-8666, Website: <http://www.acb.org/>

4. The American Foundation for the Blind (AFB)

Phone: (800-232-5463), Website: <http://www.afb.org/>

5. The Deaf-Blind Multihandicapped Association ofTexas (DBMAT)

Phone: (972)287-1904, Website: <http://www.dbmat.org/>

6. The National Family Association for Deaf-Blind (NFADB)

Phone: (800) 255-04 11, extension 275, Website: <http://www.nfadb.org/>

7. National Federation ofthe Blind (NFB)

Phone: (410)659-9314, Website: <http://www.nfb.org/>
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CLASSIFIED
Mail or e-mail your new classifieds to Jim Durkel at:

TSBVI Outreach, 1 1 00 West 45th St., Austin, TX 78756, or JimDurkel@tsbvi.edu.

An up-to-date Statewide StaffDevelopment Calendar is posted on TSBVI's website at <www.tsbvi.edu>.
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Fifth Biannual Usher Syndrome Family Retreat

June 7-9, 2002

Austin, TX

Usher Syndrome is a leading cause ofdeafblindness. People with Usher Syndrome are usually born with a

hearing impairment, then begin losing vision later as a result ofretinitis pigmentosa. This pattern ofdeafblindness

creates some unique issues for children with Usher Syndrome and their families.

Families from all over Texas come to this event year after year. The experience ofmeeting other families and adult

mentors with Usher Syndrome, and simply having time together, makes this a very special weekend. Topics ofthis

year's retreat will include recreation and leisure, planning for college and post-secondary life, and strategies for living

a rich full life while coping with the challenges ofUsher Syndrome. Information will also be shared about the supports

and resources available to school-aged children with Usher Syndrome, their siblings, and their parents.

Travel assistance from Texas Deafblind Outreach is available for families interested in attending.

Registration deadline is May 21, 2002.

Registration flyers will be available in March.

Mental Health Issues Associated with Usher Syndrome
A special day of training for

Counselors, Teachers, Rehabilitation Professionals and Parents

June 7, 2002

TSBVI Conference Center - Austin, TX

Michael Brenner, currently the Mid-Atlantic Regional Representative for the Helen Keller National Center, will

be the featured speaker at this one-day training. Michael brings a unique perspective to this topic. He has Usher

Syndrome (Type II). After completing his Masters Degree from Gallaudet University, he established the Mental

Health Counseling Program at DeafCommunity Services ofSan Diego, California. Michael was also Coordinator of

Research and Training on Mental Health and Deaf-Blindness, under a grant at Alliant University. He is a licensed

Marriage and Family Therapist (MFT), has extensive knowledge and experience in the field ofpsychosocial issues and

deafblindness, and is well-versed in the challenging emotional adjustments caused by dual hearing and vision loss.

The registration fee of$50 includes the cost oflunch and materials.

Checks or agency purchase orders should be made out to Texas School for the Blind & Visually Impaired.

Registration deadline is May 21, 2002.

Registration flyers will be available in March.

For more information about the retreat or one-day training, or to request a registration flyer,

contact Beth Rees

Phone: (5 1 2) 206-9 1 03 or E-mail : BethRees@tsbvi.edu
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Coming in June

to various locations around Texas!

Motor, Vision & Travel:

Working as a Team to Address

the Motor and O&M Issues of the

Young Child with a Visual Impairment

Movement and exploration ofthe environment play

important roles in the development ofconcepts, strate-

gies for interacting with objects, and body awareness.

Vision loss can significantly impact these areas. This

workshop will share fun ideas for working on orienta-

tion and mobility, motor and sensory skills. The impor-

tance ofteamwork will be emphasized, and roles ofthe

OT, PT andO&M Specialist will be discussed.

This workshop (still in the planning stages) will be

offered to families and professionals at a variety ofloca-

tions around Texas. Look for information on dates and

locations in the Spring Edition ofSEE/HEAR.

For information, contact Karen Scanlon

Phone: (5 12) 206-93 14 or

E-mail: karenscanlon@tsbvi.edu

TAER Annual Conference

April 4-6, 2002

Harvey Hotel in Richardson, TX

"Taking Charge ofOur Future" is this year's theme

for the annual conference ofTAER (Texas Chapter of

the Association for Education and Rehabilitation ofthe

Blind and Visually Impaired).

This conference is for educators, orientation and

mobility specialists, rehabilitation teachers and counse-

lors, parents, and consumers. Session topics will in-

clude the use oftechnology, writing IEPs for employ-

ment, social skills, orientation and mobility, personnel

preparation, and much more.

For more information, contactNeva Fairchild

Phone: (214) 688-7007 or

E-mail: nevaf@tcb.state.tx.us

INSITE Training:

A Home-Based Model For Infants,

Toddlers, and Preschoolers Who Are

Multiply Disabled Sensory Impaired

INSITE is a 6-day training for school and ECI pro-

fessionals working with families who have children

(birth to 5) with multiple impairments, including sensory

impairment.

Ft. Worth

Region XI Education Service Center

Part I - February 19 & 20, 2002

Part II -March 20 & 21, 2002

Part III -April 9 & 10,2002

Austin

Texas School for the Blind and Visually Impaired

May 13- 18,2002

Silsbee

RegionV Education Service Center

Part I - June 4 & 5, 2002

Part II - August 19 & 20, 2002

Part III - September 17 & 18, 2002

For information, contact Gigi Newton

Phone: (512)206-9272

E-mail: GigiNewton@tsbvi.edu

Texas Focus 2002:

Looking At Access

June 13-14, 2002

Renaissance Hotel, Houston, TX

This conference is for people involved in the educa-

tion ofchildren with visual impairments, including mul-

tiple impairments and deafblindness.

This year's theme, "Looking At Access," will draw

our attention to ways students with visual impairments

can be given more and better access to the school cur-

riculum, their community, and the world in general.

For more information, contact Jim Durkel

Phone: (512) 206-9270 or

E-mail: JimDurkel@tsbvi.edu
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TSBVI Outreach Video Conferences

Sharon Nichols and Holly Cooper ofTSBVI Out-

reach continue to offer a number ofvideo conference

workshops for the 200 1 -2002 school year. All broad-

casts will be held from 8:30 - 1 1 :00 a.m. (CST). From

10:30 - 11:00 a.m., participants will be able to ask

questions about the specific technology discussed that

day, as well as any questions about any piece oftech-

nology. Ifpossible, participants should bring to the train-

ing the piece oftechnology being discussed.

These workshops can be accessed by anyone who

is part of the TxED network (formerly known as

ESCONETT), and up to five sites that are not part of

that network. To get connected, please contact Scott

Wimpress at ScottWimpress@tsbvi.edu. Questions

can be sent to SharonNichols@tsbvi.edu,

HollyCooper@tsbvi.edu or JimDurkel@tsbvi.edu.

March 27, 2002

Braille Lite, Braille 'n Speak& Type 'n Speak

April 10, 2002

Home Page Reader and Internet Access

May 9, 2002

Matching Technology to the Student

16th Josephine L. Taylor Leadership Institute

"Facing the Future: Learning from Legends,

Preparing New Leaders"

March 8-10, 2002

Washington, DC - Marriott Hotel

Sponsored by

American Foundation for the Blind (AFB)

The 2002 JLTLI will explore how current and pro-

spective leaders can learn from the experiences ofthose

who became legends. JLTLI 2002 will address: per-

sonnel shortages; enhancing skills through the train-the-

trainer model; mentoring; accountability; competency

standards; and the promotion ofnew and longstanding

professions in the field of services for people who are

blind or visually impaired.

Contact: Gabriella Smith-Coventry

Phone: (212) 502-7654 or E-mail: gsmith@afb.net

Website: <http://www.afb.org>

April 5-7, 2002

(Pre-conference day April 4)

International Parent to Parent Conference

In the Spirit of Sharing: Making the Connections

Philadelphia, PA

Sponsored by Parent to Parent ofPennsylvania

Contact: Kathy Brill

Phone: (717)540-4722

E-mail: ksbrill@aol.com

Early Bird Conference Fees: $225; $75 (one-day rate)

April 3-7, 2002

Council for Exceptional Children's

Annual Convention and Exposition

New York, NY
Division on Visual Impairments

The Council for Exceptional Children

(888)232-7733 or <www.cec.sped.org>

April 8, 2002

Autism in the Visually Impaired Child

Presenter: Terese Pawletko

RegionX ESC, Richardson, TX
Contact: Kitra Gray, (972) 348-1 580 or

E-mail: grayk@esclO.net

Handouts from this presenter's session atAER 2000

can be found on the TSBVI website at

<http://www.tsbvi.edu/Education/vmi/index.htm>.

May 29-31, 2002

Family Support:

Three Days for Spouses, Significant Others,

Adult Children ofPersons with Deaf-Blindness

Helen Keller National Center - Sands Point,NY
For information and an application, please contact

Dr. Therese Madden Rose at (5 1 6) 944-8900 or

E-mail: theresentt@aol.com

National Federation ofthe Blind

NFB Convention 2002

July 3 (Seminars)

July 4 through July 9 (Formal Convention)

Location: The Gait House Hotel, Louisville, KY
For information, visit the NFB website at

<http://www.nfb.org/coming.htm>

Phone: (410)659-9314

E-mail: nfb@nfb.org
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BRAILLE FUNdamentals

BRAILLE FUNdamentals is a comprehensive pro-

gram for teaching the Braille code. The sequence for in-

troducing the Braille configurations has been organized

into fifty-six clusters of letters, numerals, contractions,

short forms, punctuation and special signs, with specific

clusters devoted to the reading and writing practice of

previously learned contractions. Also included in this cur-

riculum are a Pre-Braille Assessment, Braille Checklists

and ideas for games.

This program can be used with beginning Braille read-

ers, as well as those readers who need to learn Braille

when they are older. In an effort to incorporate current

best practices in teaching reading and writing, a wide vari-

ety of age-appropriate activities are included at each

level. Within each cluster an extensive set ofinstructional

materials is included, in order to provide an adequate

amount ofready-made materials.

BRAILLEFUNdamentals isorganized into fourvolumes:

Volume 1 : Overview and Assessments *

Volume 2 : Clusters 1-16

(alphabet and whole word signs)*

Volume 3: Clusters 17-37

Volume 4: Clusters 38-56

written at four levels:

Level 1 - Primary, grades K-2

Level 2 - Upper Elementary, grades 3, 4,

5

Level 3 - Middle School, grades 6, 7,

8

Level 4 - High School, grades 9, 1 0, 1 1 , 1

2

*Vols. 1 & 2 available now
(Vols. 3 & 4 available later in the year)

BRAILLE FUNdamentals can be ordered as a com-

plete set including all levels, or in individual levels. Braille

FUNdamentals is available through the Texas School for

the Blind and Visually Impaired.

For ordering information, please contact

Trudy Ross at (5 1 2) 206-92 1 5 or

E-mail: TrudyRoss@tsbvi.edu

Calendars for Students with Multiple

Impairments Including Deafblindness

Calendarsfor Students with Multiple Impairments

Including Deafblindness, by Robbie Blaha with the

Texas Deafblind Project, is now available.

This book is written for use with students who need

help structuring and organizing their time and activities. It

includes information about:

• The benefits ofcalendar systems

• Calendar programming based on individual

students' needs and skills

• The continuum ofcalendars available for expand-

ing students' skills

• Communication and time

• Benefits ofanticipation calendars, daily calendars,

and expanded calendars

• Parents and calendars

• Assessing and evaluating with a calendar

For ordering information, please contact

Trudy Ross at (5 1 2) 206-92 1 5 or

E-mail: TrudyRoss@tsbvi.edu

New Publications from DB-LINK!

Two new publications may be downloaded from the

DB-LINK website at <http://www.tr.wosc.osshe.edu/

DBLINK/products.htm>. Adobe Acrobat Reader is re-

quired to view these documents online.

Research to Real Life - This publication, produced by

DB-LINK, demonstrates how current research is making

a difference in the lives ofchildren who are deafblind.

Contact DB-LINKfor afree CD-ROM.

Sexuality Educationfor Individuals Who Are Deaf-

Blind and Significantly Developmentally Delayed -

This book is for parents and professionals. It offers infor-

mation and instructional guidance for teaching sex educa-

tion to deafblind studentswho also have cognitive disabili-

ties. Issues ofself-expression related to gender identity,

modesty, and appropriate touch are discussed. Specific

information is included about menstruation, masturbation,

hygiene, health, and sexual abuse. Check with DB-LINK

for available hard copies.

39

Voice: (800) 438.9376, TTY: (800)854-7013

E-mail: dblink@tr.wou.edu

w

05

<M
w



SEE/HEAR
published quarterly: February, May, August, and November

Available in Spanish and English on TSBVI's website at <www.tsbvi.edu>

Contributions to the newsletter can be mailed or e-mailed to section editors at:

TSBVI Outreach

1100 West 45th St.

Austin, TX 78756

Deadlines for Submitting Articles

December 1 st for the Winter edition

March 1 st for the Spring edition

June 1 st for the Summer edition

September 1 st for the Fall edition

Production Staff

Editor-in-Chief- Kate Moss (512) 206-9224;

KateMoss@tsbvi.edu

Layout Editor - Craig Axelrod (512) 206-9435;

CraigAxelrod@tsbvi.edu

TCB Editor -Edgenie Bellah (512) 377-0578;

Edgenie.Bellah@tcb.state.tx.us

Website Editor - Jim Allan (512) 206-93 15;

JimAllan@tsbvi.edu

Production Assistant - Jeannie LaCrosse-Mojica

(512) 206-9268; JeannieLaCrosse@tsbvi.edu

TCB Braille Transcriber -B.J. Cepeda

(512) 377-0665; BJ.Cepeda@tcb.state.tx.us

Section Editors

Family - Jean Robinson (512) 206-9418;

JeanRobinson@tsbvi.edu

Programming - Ann Adkins (512) 206-9301

;

AnnAdkins@tsbvi.edu

Jenny Lace (512) 206-9389;

JennyLace@tsbvi.edu

Holly Cooper (5 1 2) 206-92 1 7;

HollyCooper@tsbvi.edu

Syndromes/Conditions - Kate Moss (512) 206-9224;

KateMoss@tsbvi.edu

News and Views - Edgenie Bellah (512) 377-0578;

Edgenie.Bellah@tcb.state.tx.us

Classified- Jim Durkel (512) 206-9270;

JimDurkel@tsbvi.edu

The audio version ofSEE/HEAR is provided by

Recording for the Blind and Dyslexic, Austin, TX.

Ifyou no longer wish to receive this newsletter,

please call Beth Rees at (512) 206-9103

or e-mail her at BethRees@tsbvi.edu.

This project is supported by the U.S. Department of Education, Office of Special Education Programs (OSEP). Opinions

expressed herein are those of the authors and do not necessarily represent the position of the U.S. Department of Education. The

Outreach Programs are funded in part by IDEA-B Formula, and 1DEA-D Deaf-Blind Federal grants. Federal funds are administered

through the Texas Education Agency, Division of Special Education, to the Texas School for the Blind and Visually Impaired.

Texas School for the Blind and Visually Impaired does not discriminate on the basis of race, color, national origin, sex, religion,

age or disability in employment or the provision of services.

Texas School for the Blind and Visually Impaired
Outreach Program
1100 West 45th St.

Austin, Texas 78756

NON-PROFITORG.

U.S. POSTAGE PAID

AUSTIN, TEXAS
PERMTN0.467

Cathy Johnson

Kentucky School for the Blind

1867 Frankfort Avenue

Louisville KY 40206

^fa



*r5#M**'Vv

SEE/HEAR
A QUARTERLY NEWSLETTER ABOUT VISUAL IMPAIRMENTS AND DEAFBLINDNESS FOR FAMILIES AND PROFESSIONALS

A collaborative effort ofthe Texas School for the Blind and Visually Impaired and Texas Commission for the Blind

Spring 2002 Volume 7, No. 2

Table ofContents

FAMILY
The Angel in My Life 2

When I Start Skiing I Never Want to Stop 3

The Morning Sun Rising 5

Beating Blindisms 7

PROGRAMMING
Family Vacation, a Perfect Opportunity for Skill Building and Fun 9

Are We There Yet? orHow I Spent My Summer Vacation 13

Art: A Great Tool for Teaching Students with Visual Impairments 15

IDEAonO&M 17

SYNDROMES/CONDITIONS
Mitochondrial Diseases 20

Early Hearing Detection and Intervention 24

NEWS& VIEWS
What's in aName? 27

"Where Airplanes Fly" 29

Stipends Available for Training as Teachers ofthe Visually Impaired,

Orientation and Mobility Specialists, and Deafblind Professionals 31

TSBVI Short-Term Programs for School Year 2002-2003 33

KASA (Kids as SelfAdvocates) 33

IDEA Rapid Response Network 34

Medicaid Simplification Bill (Senate Bill 43) 34

Children with Special Health Care Needs Program (CSHCN)
at Texas Department ofHealth Anticipates Changes 35

Classified 36



rr*
-

2

2

The Angel in My Life

By Honey S. Hastings, Sister and Future Teacher, Hondo, Texas

Editor 's note: Ifirst met Honey a little more than ten years ago when I connected to her parents, Mel and

Richard Dugosh, and her brother, Chris. Now all grown up, Honey is a senior at Sul Ross State University in

Alpine, Texas and preparing to become a teacher. She will graduate in December of2002 with a degree in

Elementary Education and hopes to move back to Central Texas, to live and teach closer to Chris. When she

contactedme recently about sharing this article, Iwas delighted. I thinkyou will enjoy it. It is always exciting

to see the children we meet with deafblindness or visual impairments grow up and watch what they do as

adults. It is also exciting to see what their sisters and brothers do. Honey, I know that you have made your

mom, dad and Chris very proud. Honey can be reached at P.O. Box 5003, Alpine, Texas 79832. Her phone

number is (915) 837-1603.

I was very young when he came into my life, the small brown-haired, hazel-eyed boy who fit in the palm ofmy
Daddy's hand. Even though he had been carried to term he weighed only fourpounds, which, ofcourse, is not ideal for

a healthy baby. The thing is, he was not healthy, according to my Daddy's voice on the other end ofthe phone that

night, when he called to tell me I had a new baby brother. "What do you mean by not healthy, Daddy?" I asked, sitting

on the lap ofmy elderly neighbor as a tear rolleddown her age-worn face. A teareven I could tell was not sprung fromjoy.

You see, I was only four when Chris was born. I did not understand the technical diagnosis that the doctor had

given. I could not even pronounce Cornelia de Lange Syndrome to save my life, let alone know what it meant. I did

know, however, that I had a baby brother all to myself, to love in only the way a big sister could.

It is difficult to describe Cornelia de Lange Syndrome (CdLS), to those who have never seen an individual with this

uncommon genetic disorder. There is no known cause, except an irregularity on the third chromosome, but that tiny

error leftmy brother legally blind, deaf, mentally retarded, and physically disabled. It also placedmymom in a state of

shock, especially while waiting for the doctor to do research to identify his syndrome. My brother has already lived

past the day the doctor direly predicted his life would expire. He is now sixteen, thirteen years longer than the doctor

said he would ever live.

Chris, even with all ofhis disabilities, really put that doctor in his place. Hejust simply survived. Since he has so

many different disabilities, it's remarkable that he even has the ability to grasp a daily routine or interact with those

around him. Nevertheless, from the time he came home from the hospital, he has had a constant smile on his face that

could touch anyone's heart. His body, though tiny and disfigured, remindsme ofan angel, with arms bent at the elbow

and only one tiny finger to resemble a pair ofwings. His eyebrowsjoin in the middle to define beautiful hazel eyes that

slowly gaze out on the world, only to catch shadows oflife as it hurriedly passes him by.

Now as a teenager he is quite grown up. Although still petite in size, he is steadfastly approaching adulthood. I

grew up with a fearsome devotion to my brother as I watched those around me recoil in his presence. I spent those

early years attending school and playing with my brother at home. Big sisters love having someone around to play

dress up with. It never occurred to me that not participating in the extracurricular activities for school, such as sports

and what not, was out ofthe ordinary. My brother and I were inseparable. I was everywhere he tended to be. It

always surprised me when we were out in public and everyone would stare. I remember asking my Mom, "What are

they staring at? I don't see anything." Mom wouldjust laugh and tell me that not everyone could see an angel. He was
special, and we were blessed.

In my reluctant teenage years I began to resent that, having Chris as my brother, I had to give up quite a bit. My
senior year ofhigh school, I was needed to put Chris on the school bus, drive myselfto school, get out early in time to



get him offthe bus, make dinner, clean the house, do my
homework, and go to bed. Anything extra that I wanted

to do for myself, I had to make time for. All ofthis was

necessary, so my parents could work to make ends meet.

It was my duty to help out, despite feeling that it was ex-

tremely unfair. I was only seventeen, and had done noth-

ing to deserve this, so why did I have to sacrifice so

much? Why did I have to give up the presumed best year

ofmy life? Everyone else was out creating graduation

year memories. Why couldn't I?

I amnow only beginning to understand. I really did not

give upmuch at all. The lessons I learned frommy brother

have made me the person I am today. I will be graduating

from college early with a degree in Elementary Education.

That will allow me to play with children and teach the

things they need to know, in order to move on through

their lives, outside oftheir homes and beyond the stars. I

only hope I can teach these children as much as my
brother has taughtme about determination, life, love and

devotion. I want to share with themjust how important

life is, and the role that each and every individual has. He
is here to remindme that I can touch the hearts ofchildren

as they grow, and hopefully point them in the direction of

happiness. I can change a life,just like he changed mine.

He is my angel.
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Honey and Chris

When I Start Skiing I Never Want to Stop

By Rebecca Soto, Student and Paralympic Hopeful, San Antonio, Texas

Editor 's note: You are about to meet an amazingyoung woman. In her own words, Rebecca will describe

her experiences about learning how to ski, andhow important this activity is in her life. You will be inspired by

her story. Ifyou want to know more about Rebecca 's skiing experiences or herplans to participate in the 2006

Paralympics in Italy, you can contact her at <rebeccaskier@killamail. com>. Rebecca will also be speaking at

next year 's TAER State Conference, April 24-26, 2003. Ifyou would like to help Rebecca meet her goal of

getting to Italy by contributing to her skifund, please make your checkpayable to: Rebecca Soto, Paralympic

Ski Fundc/o Patrick Peranteau at Goldstein, Goldstein & Hilley, 310 S. St. Mary's St., Suite 2900, San

Antonio, TX 78205.

My name is Rebecca Soto. I am 1 8 years old and ajunior at Jefferson High School in San Antonio, Texas. I live

withmy fostermom, Jan Peranteau.

I wasbom with retinopathy ofprematurity. I remember seeing lightwhen I was younger, but now I am totally blind.

I have always been very active. I lovejumping onmy trampoline, riding a tandem bike with a partner and climbing on

monkey bars. So, I was very excited the day my parents, Jan and Pat, told me they had found out about a skiing

program that worked with people with disabilities. I wondered if I would ever get a chance to learn how to ski.
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A few weeks later, my parents announced that I would

be going skiing in March. The adaptive ski program,

Challenge Aspen, had given me a scholarship. I would

travel with one ofthe secretaries at my dad's office, and

stay with Christine and Gerry Goldstein, my dad's boss. I

couldn't believe I was going to learn how to ski.

There were ski clothes to buy... a new ski jacket,

gloves, long underwear, ski goggles, snow boots. Mom
and I shopped and shopped. Finally, the day came forme
to leave. I remember getting on the airplane and thinking,

"Is this really happening? Am I really going to get to ski?"

Onmy way to Aspen, Colorado, I kept thinking about the

days ahead. Who would ski with me, and how could I do

it? When the plane touched down in Aspen, I stepped

onto the icy stairway leading down to the ground. I could

feel the cold wind blowing in my face and hear the sound

ofsnow crunching under my feet. I put out my hand to

feel the soft snowflakes falling. I openedmy mouth and let

some flakes drop on my tongue. They were wet and

fresh. We hurried inside, and there, waiting to greet us

was Houston Cowan, the director ofChallenge Aspen. He
was tall andwarm and gaveme a big hug. He had this very

southern accent, and I immediately felt right athome withhim.

Rebecca and Case Ronde, her ski guide
The next day I woke up in a cozy log house. Everyone

was up early, and talk at the breakfast table centered around me and my first day ofskiing. We rushed to put on our

clothes and stuffed ourselves into the van. "This is it," I kept saying. I wondered who my instructor would be.

We arrived at Buttermilk Mountain andmy stomach churned. I began to wonder ifI should still do this. I remember

waiting in the ski rental line and listening for the first time to the calm voice ofmy instructor, Johnny Klein. He toldme
he would call out commands like "Left turn," "Right turn," and "Stop." He also had a bamboo pole that I could hold

onto at first. Still, I thought, "How can I ski if I can't see?" His assuring voice told me that we would go slowly and

attempt new things as I felt comfortable. He also said that it is very important to trust the instructor and do exactly as

he commanded.

My first big step was getting on the chair lift. The chair lift is slowed down for handicapped skiers. And so I began

- first down bunny slopes, then halfway up the mountain, and then, by the end ofthe day, the top ofthe mountain. I felt

so proud, skiing from the top ofButtermilk to the bottom ofthe mountain on the very first day. Asmy skiing improved,

I learned to use ski poles. I also had a chance to free ski. Free skiing is skiing when no commands are called and the

skier decides when to make turns. I can pretend that nobody is with me. I feel like a sighted person when I free ski.

From that first day, I have loved skiing and know that I will always want to ski. When I ski I get a feeling offorever

and a feeling ofnot wanting to stop. I feel like I am floating and almost weightless. Most ofall, I feel like a river flowing

and like a bird flying.

Skiing totally blind takes a lot oftrust, confidence and concentration. A totally blind skier has to be able to trust the

guide and have confidence in that person. That is why I like to really get to know my guide before we ski together. If

I am not comfortable with that person, I ask for another guide.

4



This ismy seventh year skiing with Challenge Aspen. I know I will always return because I love it so. Even though

I have come back every year, I did not expect Houston Cowan to ask me to start training for the Paralympics. He told

me a couple ofyears ago that he wanted me to try out for the U.S. Disabled Ski Team. I would compete with other

blind skiers on the same course that the Olympic skiers will use. After much consideration, I said yes. The 2006

Olympics will be held in Italy, and I plan to be there.

Last April I competed with ten other blind skiers in a downhill race at Lake Tahoe, and beat the top male blind skier

by six seconds. I almost came in first place, but I fell and came in second with a silver medal.

After two years oftraining, I am beginning to understand the commitment it will take to get to the Paralympics in

2006. It will require not only numerous trips to Aspen for training, but I must also work out at home to gain strength

and endurance. I will need to speak before groups, explain my goals and raise money to attempt these goals. But I

believe with hard work, I will make my dreams come true.
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The Morning Sun Rising

By Terry Boisot, Parent, Santa Barbara, California

TheArcLink News, October 2001

Reprinted with permission by TheArcLink, Inc. at <www.TheArcLink.org>

Ben has been injunior high school for a little more than a month now. He is in anew school district at anew school

with hundreds ofkids he didn't know at first. He has seven new teachers and four people providing him program

supports in his seven classes. He receives additional support from a speech therapist, a teacher ofstudents with visual

impairments, a teacher ofstudents who are hard ofhearing, an occupational therapist, a physical therapist and an

inclusion teacherwho pulls this all together at a school that has never fully included kids with severe disabilities in the

regular classroom before.

This is a big investment oftime and money, requiring plenty ofplanning and organizing. Teamwork must be in its

highest form. All for one kid who has little formal communication skills, uses a wheelchair, wears contact lenses,

glasses, leg braces, hearing aids and uses an Assistive Listening Device.

At first, school was very confusing and scary to Ben. He cried a lot, quit eating and had to take a lot ofbreaks.

There are so many adults and kids, so many different places to go. I worried ifhe was unable to see or hear well

enough to assimilate what on earth was happening.

But no one gave up. Not a teacher, not a specialist, not the principal, and not one ofthe 895 kids that go to Goleta

Valley Junior High. Despite Ben's confusion and fear, expectations for his learning and successful participation at

school never decreased. I noticed a stronger determination amongst his educational team and his fellow students to

learn about Ben and what he was trying to convey with his use ofnumerous informal communications.

Then one day, precisely two weeks after school started, Ben suddenly understood. He didn't cry anymore at

school, and he couldn't sleep Sunday night because ofthe excitement he felt in anticipation ofthe school day to come

on Monday. He started making more choices in what he wanted to wear, eat and do, as well as attentively listening to

the teachers during the day and responding to "yes" and "no" questions on tests. Last week he received his first real

C+ on his Progress Report.

I couldn't have been more proud.

The kids all started becoming more familiar to him, and he learned to recognize the voices and touch ofteachers.
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In technology class Ben is learning about electronics, computer technology, and machinery. In turn, he teaches his

class partners about the technologies he uses to access his environment and participate in class and in society.

Ben hits the pavement in RE. on his bike, alongside his 60 classmates as they run the mile. In art class, he uses his

electric scissors to cut out pictures. He sketched a tennis shoe with his vibrating pencil. In keyboarding class he

activates numerous computer programs using switches. As an aide in the cafeteria he is becoming more and more the

cook as he uses his electric peeler.

In theater arts Ben has become part ofthe curriculum. Most ofthe students raise their hands when the teacher asks

who would like to be in Ben's group, and then she challenges them to think creatively how Bencan be included in their

class assignment.

Last week, through dance and movement, the students performed a vignette ofthe morning sun rising. Using the

toggle on his wheelchair, Ben slowly rose to standing, smiling as ifhe were the morning sun, as his classmates danced

around him celebrating his arrival.

I attended Back-to-School Night almost two weeks ago. The theatre arts teacher announced to the parents in her

room, "This is the most loving and caring group ofstudents I have ever taught."

I knew why.

The keyboarding teacher spoke ofdiversity and the gifts ofall children. Ben's art teacher was thrilled to report that

once she started wearing the microphone to Ben's Assistive Listening Device, he started to laugh at herjokes.

Recently, I e-mailed the principal to tell her how much I appreciated the way the school embraced Ben, and she

responded by saying how proud she was to have him there. When I told Ben what the principal ofsuch a big school

said, he smiled from ear to ear.

Not a day goes by without Ben's inclusion teacher reporting ofall the kids Ben helped that day. Kids whose lives

are otherwise dysfunctional at home - who have never found self-esteem - seem to find it with Ben.

These are kids whose learning disabilities are not visible to the naked eye, with trouble concentrating, reading or

getting their computer started. Because Ben is there, so are those who support him, always willing to lend other

students a hand and the support they need.

This is what inclusion is all about.

On Thursday I picked up Ben a little early from school. As we were leaving, 7th period RE. class came ripping

around the corner and in stampede form headed in our direction. We had no choice but to stand still and wait as one

by one the kids stopped only long enough to say, "Hey, Ben!"

There wasn't one patronizing pat on the head. Just the respect for a fellow student who has brought something to

them that often gets lost in the pressure to excel academically. Something priceless that only successful lives include.

Humanity.

Terry Boisot is the parent ofa child with disabilities, serves on the board ofdirectors ofAlpha Resource

Center ofSanta Barbara and The Arc ofthe United States. She is concerned about all disability matters and
welcomes comments at <tboisot@thearclink.org>

.
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Beating Blindisms

By Sarah J. Blake, Freelance Writer and Educational Consultant

Editor 's note: Sarah J. Blake is afreelance writer and has published many articles about blindness online

and in print. She also writes about additional health topics, disabilities, and inspirational/devotional topics.

To see more ofher work, visit <www.growingstrong.org>.

Fabulousfact sheets about blindisms and other related topics are available at the Royal National Institute

of the Blind (RNIB) <http://www.rnib.org.uk/multdis/stereo.htm> and at V. I. Guide: A guide to internet

resources about visual impairmentsfor parents and teachers <http://www.viguide.com/vsnsocial.htm>.

Thefollowing e-mail discussion lists have parent, student, andprofessional comments on this issue. Send

your e-mail to <bvi-parents-subscribe@associate.com> or <LCA@yahoogroups.com>.

Twenty-five times I had written it... "I will not put my hand in my eye." I had 475 more times to go. That was

nineteen more pages. I was going to be there all night.

I put another piece ofpaper in and wrote twenty-five more sentences. Anger welled up in me. I would figure out

a way to stop this habit which I had had since I was too young to remember.

By the end ofthe fourth page, I had begun to cry. I was not a fast writer; and besides wanting to be finished with

this horrible chore, I was ashamed. I was being punished for something I couldn't control, no matter how much I

wanted to. My parents didn't knowhow many times a day I rebuked myselffor this behavior. "You're doing it again,

stupid," I would tell myself. "You said you were going to stop."

I don't remember the end ofthat night. I think my mother gave in and allowedme to stop shortly after I reached that

one hundredth sentence. Seventeen years would pass before I would conquer the habit.

The habit is commonly known as "eye pressing." I have lost count ofhow many times I have seen parents ask the

same questions on e-mail lists. "How can I get my child to stop pressing her eyes? Is it dangerous?" Less often, I see

similar questions about other behaviors.

Blind children often exhibit a number ofbehaviors which provide them some kind ofstimulation or enable them to

communicate somehow. These behaviors are so common that they have been labeled with the term "blindisms." In this

article I will discuss some strategies for helping children to modify these behaviors; however, I also want to emphasize

another fact. Not every behavior that a blind child exhibits can be classified correctly as a "blindism." Some behaviors,

such as biting and tantrums, are commonly seen in children ofa certain developmental level. When addressing any

child's behavior problems, it is important to think about what the behavior is accomplishing as well as the cause for it.

EYE PRESSING

Opinions differ regarding the effects ofeye pressing. It often causes the eyes to appear sunken, but as a person

who did it for many years I am not convinced that it is dangerous to the eyes. That probably depends on the force the

person uses. I never used much force, and there are no studies to prove whether the same things would happen to my
eyes ifI had never pressed. It is possible that a person could get an infection in the eye from rubbing or pressing with

unclean hands; however, I have never known this to happen to any ofmy acquaintances.

The biggest problem with eye pressing is that it is considered "socially unacceptable." It is not something most

people do, even though it is probably as "normal" for a blind person as biting one's nails is for anyone else. This is the

reason that stopping is so difficult.
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Many children who press their eyes begin doing so shortly before their first birthdays. Eye pressing may have a

number ofcauses. I have read about children who did it because their eyes hurt. A popular explanation is that pressing

on the eye causes the retina to be stimulated so that the child sees flashes oflight. I do not recall having this experience.

Like many people, I am unable to identify or explain the reason for the behavior.

Many children press their eyes more when they are tired or upset. I recommend that parents and caregivers not

choose these times to discourage the behavior. It is important for the child to be able to work through other things at

these times; adding eye pressing to the agenda can be overwhelming emotionally.

My advice for discouraging eye pressing is to help the child become aware ofher body parts and their relationship

to one another. One family has had success with using verbal reminders, at first accompanied by physical prompts.

"Hands down" is the verbal cue which they use. I have suggested to other families that use ofa cue such as "Where are

your hands?" might encourage the child to think more often about what his hands are doing and whether or not it is an

appropriate activity. The advantage ofa question like this is that it can be used at other times, when the hands are

engaged in appropriate activities, and will help the child build a healthy sense ofselfto use the question as a monitor

rather than as a reprimand. Furthermore, "Where are your hands?" can also be used to address other behaviors which

may occur in addition to, or as a replacement for, eye pressing.

ROCKING AND BOUNCING

Rocking and bouncing are other behaviors common to blind children. Some researchers propose that rocking

develops as a response to a need for vestibular stimulation and an inability to move freely in the environment because

ofoverprotection, failure ofcaregivers to encourage movement, or restricted movement which is the result ofmedical

problems. As with eye pressing, body awareness is essential for enabling a child or adult to successfully eliminate the

behavior. In addition, the person will also need to replace the eliminated behavior with an appropriate form ofvestibu-

lar stimulation.

SPINNING

Spinning is another behavior often seen in blind children. Spinning may accomplish a number ofthings. As a former

spinner, I can recall enjoying the experience ofwatching things "go by" as I spun. I can also recall enjoying the

experience offeeling "wind" ifI held my arms out.

Spinning is an activity enjoyed by young sighted children as well. The difference between the experience ofthe

blind and sighted child is that sighted children are more able to use appropriate means of satisfying their desire for

spinning. These same means may bejust as useful for blind children, but the blind child is unable to seek out appropri-

ate means so uses what is readily available: his own body. Examples ofappropriate outlets for spinning include merry-

go-rounds, sit 'n spins, tire swings, etc. Blind children also need the same kind ofvigorous exercise which sighted

children get by running,jumping and climbing, and can participate in these activities with or without modifications,

depending on their individual abilities and the safety ofa given environment.

HEADBANGING

Many parents have written about their children headbanging. Most ofthese children were beginning to develop

communication skills but did not yet have the ability to ask for what they wanted or needed. This behavior is analogous

to tantrums which are common in sighted children ofthe same age. A growing number ofparents are finding that

teaching their children some signs to use for making requests not only helps to eliminate the problem behaviors but also

promotes the development ofverbal communication.



THE IMPORTANCE OF TEACHING APPROPRIATE BEHAVIORS

When eliminating any behaviorwhich is socially inappropriate, parents and other caregivers should remember that

the behavior serves a purpose for the child and must be replaced by an acceptable behavior which serves the same

purpose or eliminates the need for the problem behavior. In the case ofeye pressing, keeping hold ofthe child's hands

may or may not serve to decrease the child's desire to eye press.

CHOOSING YOURBATTLES

When a behavior is persistent, caregivers might be wise to choose their battles carefully. Addressing the behavior

at a later time or waiting until the child is old enough to participate in developing strategies to address the problem might

make the attempt more successful.

Family Vacation, a Perfect Opportunity for Skill Building and Fun
By Kate Moss, Family Specialist, TSBVI, Texas Deafblind Outreach

It's that time ofyear in Texas... school's almost out, the temperature is rising, and everyone's thoughts turn to the

great escape. Vacation! While many ofus will choose a quiet time at home, others will choose to travel. Vacationing

with a child who is visually impaired or deafblind, and perhaps has other disabilities, can require some special planning.

For those ofyou who have been reluctant to launch out on a trip with your child, I hope to persuade you to give it a try.

For those ofyou who are seasoned travelers, maybe this will give you some ideas about how to make the trip more

meaningful to your child with visual impairments or deafblindness.

ADVENTURES REQUIRE SOME PLANNING

The first step in planning is to pick your destination. Though the world is open to you, it helps to pick a destination

that matches the amount oftime you have, the amount ofmoney you can spend, and the kinds ofthings you want to do.

Many trips have been doomed from the start because the group oftravelers were not in agreement about their expec-

tations for theirtime away. Ifthis is a family vacation, take time to discuss what types ofthings each ofyou would enjoy

doing. It is probably better initially to think ofactivities, rather than focus on a place. Make a list ofthe kinds of

activities each person finds relaxing and enjoyable. Don't forget to include activities that your child with disabilities

might enjoy ifhe/she is not able to speak for himself/herself. Consider a range ofactivities, including those things that

you have never done before but always wanted to try.

You can also get your child involved in planning the trip. Ifyour child is learning how to use the internet, help her

research possible travel destinations. For example, a search using keywords "Texas" and "vacation" turns up many

links to various websites about places to go in Texas. Depending on your child's computer skills, she may be able to

search by state or city names to identify potential sites of interest. Ofcourse, some websites are more accessible to

people with visual impairments than others.

Visit your local library for books about travel. Ask your educational staffto have your child do some "research" as

part ofhis or her literacy activities. Ifyouknow where you will be going while on vacation, ask them to help your child

find books about the animals, historical events, or points ofinterest related to these destinations. Begin to work on

concepts that your child might need to know about some ofthese destinations. For example, ifyou are going to the

ocean, start learning about "salt water," "sand," and "sunburn."

Ifyou are going to travel by car, think about the reliability ofyour family vehicle, its size related to comfortable travel

and luggage storage, and suitability ofthe vehicle for the terrain you are traveling through. There is nothing more

miserable than being crammed in a car that breaks down on the side ofthe road in the middle ofnowhere. Ifthe family

car is too small or not particularly reliable, it might be a good idea to consider other modes oftravel such as rental cars,
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the bus, the train, or a plane. Ifyour budget won't allow for that expense, you might want to considertraveling to a place

close-by, orbuilding a vacation around fun activities nearyourhome.

Vacations can be incredibly stressful ifyou feel overwhelmed by your schedule ofactivities. My personal experi-

ence is that I always overestimate the amount ofdriving I can do and the number ofactivities I can participate in each

day. Have your child help you choose from a list ofpossible activities, to make the most ofthe time available. Each

day, give her opportunities to select preferred activities. Ifpossible, build some flexibility into your plans, in case family

members want to extend or shorten an activity.

It is also wise to set a budget for your trip. What are the limits on your spending? What will food, lodging,

entertainment and souvenirs cost? Knowing what you can afford to spend, and sticking to it, can make for a vacation

that won't stress you out after you come home and see the travel bills. Talk to your visually impaired child about the

costs ofthe trip. This is a great opportunity to learn budgeting skills. There are many ways to keep down the trip's

cost. For example, you can bring food from home for at least one meal each day, or travel with a cooler so you can

pick up items from grocery stores along the way. Your child can participate by making a list and helping you find things

in the grocery store. Food in restaurants and fast foods are much more expensive. Many hotels and motels offer free

breakfast buffets or special rates for families. Be sure to ask about these possibilities when you make reservations or

check in. Camping, especially at state and national parks, can often reduce the cost oflodging. Discuss these options

with your child to help them learn how budgeting decisions get made.

MAKING THE JOURNEY FUN

Ifthere are family members who don't do well sitting in a car for more than an hour, think about the value ofmaking

them do that. Ultimately, youmay decide that'sjust the way it has to be. However, planning shorter segments oftravel,

with briefactivities interspersed along the way, might make everyone'sjourney much more enjoyable.

Games and activities for small spaces are always a good idea when traveling with children. There are a variety of

books with simple car games and activities for children that can be found at major bookstores and/or your library.

There are also a variety of specially designed travel board games at most toy stores. Many ofthese games can be

adapted, so that your child with disabilities can be included in the play.

An easy thing to do is to make a lap board ofthin plywood and glue Lego-type blocks on to the board to make a

building grid. This makes a secure base for building or stacking activities with the Lego-type blocks while traveling in

the car. Iftwo or more children share the activity, you may want to place the base in the lap ofthe child with the

disability so the activity will center around him and provide more opportunities for interaction.

Another option is to make a lap tray with a 1/2 inch raised lip around the edge. A variety ofinsert boards can be

designed using poster board or cardboard for building blocks, marble maze games, felt board art, drawing, etc. These

can be placed inside the tray and changed as the activity changes. The tray will help secure the surface and also prevent

crayons and other items from rolling offonto the floor.

A metal cookie sheet also makes a great play surface for magnet letters and shapes. When the magnets get

dropped or spilled, the tray can be used to quickly retrieve the magnets from the floor or seat. You could even let the

child collect different magnets from the places you visit. Have a conversation about each one, where you got it, what

you did in that place, who you met there, and so forth.

Portable tape players with cassettes ofmusic or stories can make a long trip pass quickly. Be sure to get the tape

players with headphones; this can make yourjourney much more enjoyable. There are many good book and tape

packages, as well as music ofall kinds available, to purchase at most toy stores or borrow from your public library.
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A travel scrapbook is a nice idea for the child who is using an object or picture calendar. Objects and/or pictures

(depending on the individual needs ofthe child) collected from the day 'sjourney can be saved and placed on pages of

the book, separated by dividers, to represent each day ofthe trip. Brothers and sisters can help with the book and/or

make a book oftheir own. As much as possible, let the child pick the objects or pictures. Drawings can also be

added. Ifthe child has a good deal ofusable vision, postcards purchased from previous visits, or pictures from travel

brochures depicting travel destinations, can be used to represent "tomorrow's travel itinerary." Each evening the

calendar book can be discussed as a part ofthe bedtime story routine. In addition to filling time in the car and helping

the child better understand what's coming up, this book will serve as a great reminder ofthe trip that you and your child

can talk aboutthroughout the rest ofthe year. Itmay also become a cherished keepsake as your child or children grow older.

You might also use symbols or pictures to represent and discuss certain types of "stops" in your travel. For

example, ifyou pull into a roadside parkjust to use the restroom, you might have a picture or bathroom symbol to help

your child with disabilities and his siblings understand in advance that this will be a short stop. A timer could be used

ifreturning to the car is difficult for some ofyour passengers. When you are ready to stop for lunch, a different picture

or symbol would be given to your child. Once again, establishing a limit on the amount oftime you will be stopped may

help the transition back to the road. You can also kill some travel time by discussing what kind ofstop will happen next.

Symbols like this can also help kids anticipate end ofthe day favorites like a dip in the pool.

It may be a good idea to rotate seating. Letting each kid take a turn in the front seat can help break up potential

conflicts. Ofcourse, the age ofthe child may eliminate front seat travel ifthey need to be in a car seat. Sometimes

vacations can bring families together a little too much for everyone's individual happiness. Revolving seating, prior to

an argument, distributes the togetherness so that it remains a positive thing. While you are at it, you can teach concepts

like "first," "next," "front," "back," and "now."

Ifyou have a very young child (birth to four or five), go to your local library or favorite book store and check out

books on travel games for children. Travel Games, by Julie Hagstrom, has many games and travel tips to help keep

a squirmy baby occupied on those long rides, and many are easily adapted for the child with deafblindness or visual

impairments. This particular book also offers good suggestions, such as buying low-sugar snacks to avoid having

children who are contained in a car all day with no way to bum offtheir "sugar charge."

When packing for the trip, especially ifthejourney is a long one, place some favorite books and toys in a special

bag or box that the kids don't know about. This gives you the advantage ofsurprise when the kids are bored with the

play things they brought. Doling out these little surprise packages gives the kids something to look forward to each day.

This toy-box-in-the-trunk trick also lets you exercise some control over the amount ofjunk you have inside the car.

§

WHAT SHOULDWE PACK?

Everyone tends to pack too many clothes when they travel. Summer travel makes things easier because many items

are lightweight and require less space to pack. Limit your wardrobe. Pack things that can be handwashed in a basin

and hung overnight to dry. Remember, ifyou aren't in the same place for more than two or three days in a row, people

won't realize you have worn the same shirt three times that week. Pack one pair ofcomfortable walking shoes and one

pair ofdress shoes (ifyou need to pack any at all). Take a sweater, even in the summer. Air-conditioned buildings can

be a chilling experience, and fun places like caves and mountains don't have climate control.

Purchase travel size containers or (ifeveryone doesn't share the same product) transfer items such as shampoo,

lotion and mouth wash to small tightly sealed containers. Include some basic medicinal supplies such as bandaids,

antibiotic ointment, sunscreen, aspirin and cotton swabs, or consider purchasing a first aid kit. To prevent spills, place

messy items inside plastic bags or plastic containers with tightly fitting lids. Be sure to pack prescriptions ofimportant

medications and make sure the amount ofmedications will not run out before you return home.
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Ifyou are planning your excursion so that you will be spending time in the great outdoors, consider packing some of

your goodies into a small plastic washtub that has sturdy handles. This tub can be used for hauling water, carrying

wood, washing out clothes, bathing children, and so forth. Add disposable clean up cloths (e.g., Wet-Nap,

Towelettes, Wet Ones) or dampen cloth rags placed in plastic bags or containers to take care of sticky fingers and

faces. These also come in handy when you are feeling hot and tired. Wiping your face, neck, and hands can really help

you perk up.

LETYOURCHILD TAKE RESPONSIBILITY

As your children are able, give them more responsibility for packing and keeping up with theirown clothing, toys,

and snacks. For some children this may mean taking time to help them generate a list they can tuck in their bag. Some

children can make their list in braille or large print. Some children may need to inventory their suit case using pictures

ofshirts, shoes, underwear, swimsuits and so forth. The child can use it to make sure everything is packed or returned

to the suitcase. Ofcourse, you will still probably have to do a check to make sure things don't get left behind, but you

may want to have your child help with that. Let her search the closet in the hotel for shoes on the floor or clothes on

hangers. Have her "look over" the sink area to make sure toothbrushes haven't been left behind. These skills can

come in handy later, when the child needs to be an independent traveler in a futurejob.

Some children with more multiple disabilities may not be able to take on this much responsibility. Still, they can

practice some independence by simply identifying a particular box where toys or snacks are located in the car. They

can practice finding the item they want and returning it to its proper place when they are finished. Another great way

a child can help is by folding some oftheir clothes before you pack or repack each day ofthe trip. Most children, even

those with some mobility issues, can help by carrying their backpack or favorite toy to and from the car.

Identify several favorite activities with your child, and organize the materials they will need for each activity. For

example, ifthey like to play with magnets you can have a conversation about the things they will need, such as a cookie

sheet to work on, magnets, and a container for carrying the magnets. Once you have helped them identify the materi-

als, have them help you get the materials together for the trip.

Preparing for a trip and packing up your belongings is a great opportunity for working on independent living skills,

recreation and leisure skills, and organizational skills. Youmay want to visit with your Teacher ofthe Visually Impaired,

to get help making materials accessible for your child and for developing ideas about how to work on specific skills.

SPECIAL PROGRAMS FOR INDIVIDUALS WITH DISABILITIES

For some families ofindividuals who are older and interested in traveling on their own, investigate some ofthe

special travel organizations for individuals with disabilities. Some ofthese organizations offer very exotic vacations with

a lot ofone-on-one support for a price. One ofthe brochures I received from this type oforganization had trips ranging

in price from $895 for a six-day trip to central Oregon up to $3,1 45 for a ten-day trip to Rome, Italy. Some ofthese

organizations can be found on the Internet at Family Village, <http://www.familyvillage.wisc.edu/recreat.htm>.

If you are planning to visit amusement parks (e.g., Fiesta Texas, Six Flags), zoos or museums, find out about

special accommodations they may offer for people with disabilities. Sometimes these locations can provide special

access for children with disabilities, ifyou notify them ofyour visit ahead oftime. Onemom toldme that they were able

to avoid the long lines in a theme park once the park staffknew her child had a disability.

There are many wonderful places to visit and exciting adventures waitingjust outside your door. Even a trip to visit

Grandma and Grandpa can be a rich learning experience for your child. Take advantage ofthese summer opportunities

to focus on practicing skills that will help your child throughout his or her life. Most ofall enjoy spending time with your

child building memories that will last a lifetime.
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Are We There Yet? or How I Spent My Summer Vacation

By Jim Durkel, Statewide StaffDevelopment Coordinator, TSBVI, Outreach

(with many thanks to Barbara DiFrancesco, Lucia Hasty and Ike Presley)

Like many families, my family traveled for summer vacations. I remember two things I especially liked about these

trips: souvenirs and maps. I want to talk abouthow families can help their children with visual impairments enjoy these

same two parts ofsummer vacation.

Tactile graphics are a way to give people with visual impairments a kind of"touch picture." Tactile graphics use

raised lines, various textures, and raised points to create graphs and maps. Tactile graphics have also been used to

represent science diagrams, such as the bones in the human hand.

Tactiles are different from models, as they are more 2-dimerisional than 3-dimensional. Tactiles are representa-

tions, and people who use them need to be taught how to read and interpret themjust as people who are sighted need

to be taught how to read and interpret visual graphs, maps, and diagrams.

One way to start helping children learn to use tactiles is through the creation ofremnant books. During a family

vacation, this is similar to collecting souvenirs.

The point ofthe remnant book is to help the child remember people, places, or activities encountered during the

vacation. When I was a child, I collected (among other things) postcards, photographs, books, rocks, pine cones, and

knickknacks from souvenir shops. Each one ofthese "treasures" helped me remembermy family's trip.

A remnant book can start with a scrapbook. Instead ofphotographs, things or pieces ofthings can be attached to

the pages. Did you stop at McDonald's for lunch one day? Then glue in the empty french fry box. Did you stop to

soak your feet in a brook? How about a small pebble picked up from the bank?

The important thing to keep in mind about a remnant book is that the objects or pieces of objects should be

meaningful to the child. Each remnant should also feel differently from any other remnant. By attaching these "souve-

nirs" to pages and then reviewing the book with the child, you can start to help your child learn that these tactiles stand

for, or represent, an experience.

Ifyour child is starting to use braille, simple sentences can be added to the pages either with a slate and stylus or

through the use ofa braille writer or labeler. Ifyou are unsure about how to do this, ask your child's Teacher ofthe

Visually Impaired or your Texas Commission for the Blind Children's Specialist.

Maps are more sophisticated tactile graphics. A map isjust a representation ofspace and the relationship oftwo

or more points in that space. The simplest map would be a line from one point to another. The direction ofmovement,

and maybe the distance between the two points, could be represented on this map. For example, I want a map that

represents a trip from Austin to Dallas. I could have a point at the bottom ofthe page represent Austin, then draw a line

up towards the top ofthe page (to indicate movement to the north). I could then use a second, different point to

indicate Dallas. Midway between these two points I could add a third point to indicate Waco, which lies midway

between Austin and Dallas. How do I know the top ofthe page is north? I put a key or a compass rose on the page

to let the reader know that. How do I know the circle point is Austin, the square is Dallas and the triangle is Waco?

Again, I have a key that explains this to the person using the map.

How would I make these points and lines? Points are the easiest. A point can be made on a piece ofbraille paper

using a slate and stylus. Or I can use a push pin on the back ofthe paper to make a raised bump on the front. I can use
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a brass brad pushed through the paper to serve as a dot or use a paper punch to cut a dot out ofcork, cardboard, or

fabric. I could use a small bead as one point. Again, remember that if I want two points to represent different things

I need to make each point feel differently from all the others.

Lines don't have to be tricky either. I can create a line by gluing string or ribbon on the braille paper. I can use puff

paint or white glue to draw a line. Pipe cleaners or candle wicking (with a metal interior) can also be used to make lines.

One easy way to make more elaborate maps is to put a piece ofthin writing paper on a piece ofwire screen. For

example, using a crayon, draw an outline ofa state. The crayon wax will now be raised slightly and have abumpy feel.

Points and lines inside the map can then be added.

Ofcourse, the outline ofa state can be raised by gluing string or ribbon over a tracing.

Great lines can be made by taking a piece ofbraille paper, placing it on a piece ofcarbon paper with the copy side

up, then tracing the map on the top ofthe braille paper. A reverse image will appear on the back ofthe braille paper.

Put the braille paper on a rubber mat (a vinyl place mat works well) with the reversed image side up. Now trace the

reverse image using anembossing wheel (ortracingwheel from asewing kit). Araised line will be formedonthe braillepaper.

You could also use a common screw driver and a hammer to add lines. Again, work on the back side ofthe braille

paper. Place your mat under the paper and then place the screw driver on the line you want to raise. Gently hit the

screw driver with the hammer, lift the screw driver up, move it over, and repeat. This gives you a kind ofdashed line

on the front side ofthe braille paper.

Ifyour child can't bring home any braille paper from school, use a manila file folder.

Do you want your map to represent the coastline ofa state along the ocean? Cut the state's outline from a piece of

cardboard and glue it onto a piece ofpaper. The ocean will be the low space and the state will be the raised space.

Add points for cities and lines for roads.

Here are some general things to think about when making a map. First, everything that is on a visual map might not

go on a tactile map. A good tactile will only use 4 or 5 different types oflines and no more than 4 or 5 different kinds

ofpoints. Adding more can be confusing for the person reading a tactile map.

Put only important information on the map. Ifyou never use farm-to-market roads, don't put them on the map;

stick with the Interstate highways. Ask your child what she or he would like to have on the map. Are they interested

in the cities? The rivers you will cross? Campgrounds in which you will stay?

Maps need to start out simple. Add more details only as your child develops the necessary tactile skills and an

understanding ofmaps. For example, a child's first map may only show a few main cities with one ortwo connecting

roads. Other information, such as rivers, other cities, and other roads can be added over time. It may be better to have

several different maps, such as one with rivers and another with highways. This way no single map becomes unread-

able because oftoo much information.

Making maps isjust as much fun as reading them. Have your child help. This is the best way to find out what kind

oflines and points feel different to your child, and ifthey are far enough apart to be easily read. Your child can practice

using a slate and stylus to put labels on the map.

Ifsomething unplanned but exciting happens, be prepared to add a special point to the map during the trip to help

your child remember this event later. (Trust me, something unplanned but exciting happens on every trip!)
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Ifyou know ahead oftime where you will be going, you may want to ask your child's Teacher ofthe Visually

Impaired or Orientation and Mobility Specialist for some help. These professionals may have access to machines that

can make raised line drawings using special paper. They may also be able to order a map for your child from the

American Printing House for the Blind (APH).

Your child's Orientation and Mobility Specialist may be able to lend your child a braille compass, to find the

direction you are traveling and then compare that to the directions on the map.

Maybe your child can't use a tactile map. How about an auditory map? You and your child can record the major

information onto a cassette tape. This could be as simple as "First we drove to Dallas. In Dallas we visited Grandma.

Then we went to Six Flags." Or as elaborate as "We left Austin on IH 35 traveling north. We went through Temple

and Waco. We stopped for kolaches in West. We arrived at Grandma's house in Dallas 4 hours after leaving home."

This kind ofrecording, together with any souvenirs that were collected, will help your child remember the trip.

Students with low visionmay be able to use existing maps, or they may benefit from maps which have been enlarged

and/or which have had irrelevant information taken out. Have you ever seen the trip maps created by AAA? These

maps break down a trip into several pieces with each piece having its own page. This modification may help a child

with low vision find and interpret important information more easily. Breaking amap into pieces could also benefit a

child learning to read a tactile map.

Ofcourse, magnifiers are great to use with maps. In addition to reading maps, a small hand held magnifier is good

for exploring leaves or stones, or other objects encountered on the vacation. Monocular or telescope use can be

encouraged by having the child watch for highway exits or billboards. Monoculars and telescopes can also be used to

play "license plate lotto." Whoever spots the most license plates from different states is the winner.

Many children with low vision enjoy taking photographs. Before you buy film, find out ifyour child sees black and

white pictures better than color pictures. Disposable cameras have become so inexpensive that families may be able to

afford to have several photographers!

This summer, help your child create memories while reinforcing important skills!

»

Art: A Great Tool for Teaching Students with Visual Impairments

By Holly Cooper, Technology Specialist, TSBVI, Outreach

Art is something most children enjoy doing, and it does not necessarily require great vision or motor skills. There

are a lot ofquick and easy ways to make art activities easier for kids with visual impairments, even those who have

other disabilities. When developing ideas for activities, look for things that involve more thanjust coloring and drawing

with pencils or markers. Consider materials that emphasize texture and dimension or teach concepts and skills. Many

ofthe traditional arts activities are appropriate ifyou keep some things in mind.

Make work easy to access

• Use trays (cafeteria type, cookie sheets, orAPH work/play trays) to keep materials from rolling or sliding

away. Trays also can be used to help contain wet materials.

• Attach paper to the work surface with masking tape. Remember, don't remove them until they are dry or

the paper might tear!
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Make backgrounds high contrast

• Make sure that background papers contrast highly with the materials being used.

• Dark colors such as black or dark blue generally work best for backgrounds, and brighter, more intense

colors make better foreground figures. Ifthe work calls for more colorful backgrounds, considermedium

blues, purples, and greens. Red, orange, and yellow are backgrounds that contrast well with each other and

most other colors.

• Use a light box, overhead projector, or other suitable light source to help provide contrast. Tape a thin-ply

paper such as typing or copy paper to the overhead and use water color markers alone or with stencils.

DONOT use wet materials such as fingerpaints or watercolor paints with overheads or light boxes! This

can lead to a nasty shock!

!

Consider tactile issues

Finger painting or play dough can be a great activity for many children who are not able to hold paint brushes easily.

However, ifthey are tactilely defensive, youmay need to prepare them for touching the medium with their hands.

• Before these activities, take time to wash or bathe the child's hands in a tub ofwarm water with a little soap.

Massage the fingers gently and encourage the child to rub his hands together. Scrub gently with a brush or

washcloth. Wipe them with a towel to dry and rub a little lotion on them.

• Never put the child's hands into a substance without telling him/her what he/she is going to touch. Iflan-

guage is an issue, take time to let the child explore the substance using other senses such as smell.

• Ifpossible, warm the substance a little before he touches it. You can put ajar offinger paint directly into a

tub ofwarm water or put playdough-like substances in a ziplock bag, then into warm water. DON'T
MICROWAVE, as this tends to produce hotspots that may burn the child! You want to get the substance

just close to body temperature. Touch it yourselfbefore offering it to the child.

• Lead the child's hand to the substance using a hand-under-hand technique. Let him experience you working

with the material first before expecting him to move his hands into the paint or dough.

Utilize "themes" to help build concepts

Each season generally has colors, shapes, and objects associated with it. For example, around Valentine's Day

there are heart shapes, "X"s and "0"s for hugs and kisses, and the colors ofred, pink, and white. A summer theme

might teach concepts about water and animals that live in the water, round sand dollars and star-shaped fish, the colors

blue, green, yellow and white, gritty sand and fuzzy beach towels, one fish and many fish. By repeating these colors,

shapes, textures, and concepts in a variety ofart activities during the season, you can help the child learn some specific

concepts while they are exercising their creative muscles.

Utilize a variety of materials that emphasize different skills

You can work on developing motor skills by choosing specific materials. Ifthe child needs to practice grasping, try

using sponges or a bottle with a sponge applicator. Ifdrawing small circles with a crayon is too difficult a task, she

might be able to grasp the extra large chalk and draw bigger circles on the sidewalk. She can work on head control,

reaching and grasping while lying on a therapy ball or wedge, using a potato halfor corncob to stamp or roll on paint.

Ifyour child does not have enough vision to draw shapes with a pencil, can she glue macaroni, cloth, or other materials

inside a raised outline made from glue that forms different shapes and patterns? If she can't use her hands to

fingerpaint, can she do some painting with her feet? Practice cane skills by walking around and collecting things to

make a collage. Build concepts and practice having conversations as you discuss the items you find together.
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Art is a great way to keep children entertained, but it is also a great way to teach concepts and skills. As those

summer days set in, make some plans to be creative with your child. You both will benefit from the experience. Invite

the neighborhood children tojoin in as well. Creative activities done together can help build fast friendships and

provide opportunities to work on important social skills.

IDEAonO&M
By Grace V. Ambrose, Ed.D., Project Coordinator, RT/O&M & VRA

Hunter College & Lighthouse International

Reprinted with permission from the Division on Visual Impairments Quarterly, Vol. 46, No. 3.

Recently, I had the good fortune to be sitting around the table with a group ofwell-respectedO&M instructors

and a nice bottle ofwine. Conversation turned to a discussion ofthe difficulties associated with trying to provideO&M
services to students within the confines ofthe school day. This discussion led to a disclosure by some ofthe new
instructors in the group to the fact that they were unclear ofwhat their rights were asO&M professionals.

What followed was an insightful discussion led by some ofthe more, shall we say, seasoned instructors. I took

the opportunity to record this conversation and organize the information that came out ofit, into the form ofa true/false

quiz. The good thing is that there are no losers in this exam.

1. True or False - Orientation and Mobility (O&M) is specifically named in the (1997) Individuals with

Disabilities Education Act Reauthorization (IDEA Reauthorization).

True.

O&M services have been a bona fide related service since 1 975 (when PL 94- 1 42, Education ofAll Handicapped

Children the precursor to IDEA, was enacted). O&M services are specifically named in the ( 1 997) Individuals with

Disabilities EducationAct Reauthorization (IDEA Reauthorization).

O&M services are named as an example of a related service in the section of the Act that addresses the

requirement under IDEA for schools to provide related services to students in special education programs.

Additionally, O&M as a related service is defined in the definitions section ofthe regulations issued on March

12,1 999 by the United States Department ofEducation to implement IDEA. The definition appears below.

Definition ofO&Mfrom the IDEA regulations.

It appears in the definition section ofthe regulations and is found in paragraph 6b ofRelated Services

Definition, Section 300.24. 300.24 Related services.

(a) General.

As used in this part, the term relatedservices means transportation and such developmental, correc-

tive, and other support services as are required to assist a child with a disability to benefit from special educa-

tion, and includes speech-language pathology and audiology services, psychological services, physical and

occupational therapy, recreation, including therapeutic recreation, early identification and assessment ofdis-

abilities in children, counseling services, including rehabilitation counseling, orientation and mobility services,

and medical services for diagnostic or evaluation purposes. Theterm also includes school health services, social

work services in school, and parent counseling and training.

3
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(b) Individual terms defined.

The terms used in this definition are defined as follows:

(6) Orientation and mobility services -

(i) means services provided to blind or visually impaired students by qualified personnel to enable

those students to attain systematic orientation to and safe movement within their environments in

school, home, and community; and

(ii) includes teaching students the following, as appropriate:

(A) Spatial and environmental concepts and use ofinformation received by the senses (such as

sound, temperature and vibrations) to establish, maintain, or regain orientation and line oftravel

(e.g., using sound at a traffic light to cross the street);

(B) To use the long cane to supplement visual travel skills or as a tool for safely negotiating the

environment for students with no available travel vision;

(C) To understand and use remaining vision and distance low vision aids; and

(D) Other concepts, techniques, and tools.

300.14 Include

As used in this part, the term include means that the items named are not all ofthe possible items that are

covered, whether like or unlike the ones named.

300.23 Qualifiedpersonnel

As used in this part, the term qualifiedpersonnel means personnel who have met SEA-approved or SEA-

recognized (SEA = State Education Agency) certification, licensing, registration, or other comparable require-

ments that apply to the area in which the individuals are providing special education or related services.

2. True or False - The Academy for Certifying Vision Rehabilitation and Education Professionals

(ACVREP) is specifically named in IDEA as the certifying body forO&M instructors.

False.

The ACVREP is not named in IDEA as the certifying body forO&M instructors.

Under the United States' governmental system known as Federalism, there are specific powers rendered to the

Federal government, and specific powers reserved for states. The Federal government retains the right to require

states to establish special education programs, and to establish the framework under which these programs function.

The operation and administration ofpublic education within the context ofthis framework is a power rendered to

states. This includes, among many things, the certification ofteachers and other school personnel.

Since IDEA is a Federal statute, it does not address how states administer teacher certification programs. It does,

however, reinforce the obligation of states to establish procedures for the preparation and retention ofpersonnel in

schools. In most states, and specifically inNew York State, procedures have not been established subsequent to the

passage ofthe 1 997 IDEA amendments that specifically address the retention ofteachers who provide O&M as a

related service. In New York State, and in other states, personnel retained by schools to teach O&M only are

required to hold valid teaching credentials.

Some local school systems in New York State have established their own teacher credentialing systems. These

credentialing systems must be consistent with IDEA and with State Education Laws and regulations, and may not serve
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to weaken the implementation ofFederal and State law. Within these restrictions, local school districts, therefore, are

able to set teacher credentialing requirements that may differ from those required by the state.

This is whereACVREP comes in. By establishing a credible and rigorous structure for credentialing teachers of

O&M, the Academy is benchmarking a certification standard and procedure for those who would provide O&M
instruction— in any setting— but, in this case, specifically in schools. Modeled on longstanding professional certifi-

cation standards and procedures, the Academy's protocol for certifying teachers ofO&M is one that could be

adopted, or adopted by reference, by state or local education teacher credentialing bodies.

3. True or False - The P.E. teacher could, in theory, be allowed to teachO&M to a student in New York State.

True.

In theory, this is true ifschool districts followed only theNew York State certification requirements. School districts

where additional requirements are established by the local education agency for related service providers who teach

O&M prevents this from happening in those districts. (Editor s note: Grace adds that this is true in all states

where the law does not define qualifications ofan O&M instructor. Currently in Texas, an O&M instructor

must be certified by the Academy for Certification of Vision Rehabilitation and Education Professionals

[ACVREP] or by the Associationfor Education and Rehabilitation ofthe Blind and Visually Impaired [AERJ.)

4. True or False - AllO&M instruction must take place during the instructional hour (45 minutes).

False.

WhenO&M is provided as an IEP mandated related service, the frequency, duration, and location ofthe service

must be specified on the student's IEP. Committees on Special Education are free to set the frequency, duration, and

location ofservices as appropriate to meet student need, based on assessment.

When theO&M assessment demonstrates the need for age-appropriate O&M instruction such as learning con-

cepts oftravel in residential areas by age 6 (Ambrose& Corn, 1 997) or concepts oftravel in complex, unfamiliar areas

by age 1 2 (Ambrose, 1 999), O&M instructors have the responsibility to set the frequency, duration and location of

services to meet this instructional mandate.

5. True or False - O&M instructors who are providing IEP mandatedO&M services are prohibited

legally from taking students offcampus.

False.

O&M services, as defined in IDEA - "means services provided to blind or visually impaired students by qualified

personnel to enable those students to attain systematic orientation to and safe movement within the environments in

school, home, and community;. .

."

It is important to remember thatO&M services, when provided as a related service, must fulfill the IEP mandate.

According to the IDEA definition ofO&M as a related service, IEP mandatesforO&Mmust be written to enable

students to achieve skillsfor travel at school, at home, and in the community, as appropriate, based on assessment.

IEP mandates forO&M can specify the school campus, the home, and the community as the location ofservices.

When IEP mandates specif/ the location ofservice as "offcampus, "
it is, therefore, not illegal to take the student

"offcampus " - infact, it would be required.

On the other hand, it would not be appropriate to take a student "off-campus" forO&M instruction, ifthis is not

consistent with the student's IEPO&M mandate and goals.
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...When IEP goals specify instructional settings, schools are out ofcompliance with the IEP ifthe student is not

taught in those settings. This means it is necessary to complete assessments and determine whether students are

functioning at age-appropriate levels offcampus. Ifdiscrepancies are found, it is necessary to write age-appropriate

instructional goals forO&M that are then taught in functional settings.
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Mitochondrial Diseases

Excerpted and reprinted with permission from

the United Mitochondrial Disease Foundation, Inc.

<http://www.umdf.org/>

SEE/HEAR Editor 's note: A number ofchildren in Texas who are visually impaired or deafblind have as the

cause oftheir sensory loss, Mitochondrial diseases. In order to understand more about these diseases, I visited

the United Mitochondrial Disease Foundation website. I learned that we have a great opportunity in Texas to

learn more about these diseases because their 5th International Conference on Mitochondrial Diseases will be

held thisyear in Dallas. I want to thank the UMDFfor letting me excerptportions ofthe wealth ofinformation

theyprovide on their website to share with our SEE/HEAR readers. I encourage you to visit this website ifyou

have a child with a Mitochondrial disease or ifyou are a teacher working with one ofthese children.

BASIS OF THE DISEASE

Mitochondrial diseases result from failures ofthe mitochondria, specialized compartments present in every cell of

the body except red blood cells. Mitochondria are responsible for creating more than 90% ofthe energy needed by

the body to sustain life and support growth. When they fail, less and less energy is generated within the cell. Cell injury

and even cell death follow. Ifthis process is repeated throughout the body, whole systems begin to fail, and the life of

the person inwhom this is happening is severely compromised. The disease primarily affects children, but adult onset

is becoming more and more common.

Diseases ofthe mitochondria appear to cause the most damage to cells ofthe brain, heart, liver, skeletal muscles,

kidney and the endocrine and respiratory systems.

Depending on which cells are affected, symptoms may include loss ofmotor control, muscle weakness and pain,

gastro-intestinal disorders and swallowing difficulties, poor growth, cardiac disease, liver disease, diabetes, respiratory

complications, seizures, visual/hearing problems, lactic acidosis, developmental delays and susceptibility to infection.

WHENTO SUSPECT MITOCHONDRIAL DYSFUNCTION
There is no one identifying feature ofmitochondrial disease. Patients can have combinations ofproblems whose

onset may occur from before birth to late adult life. Think mitochondria when:

• A "common disease" has atypical features that set it apart from the pack.

• Three or more organ systems are involved.

Recurrent setbacks or flare ups in a chronic disease occur with infections.
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Mitochondrial diseases, or cytopathies, should be considered in the differential diagnosis when there are these

unexplained features, especially when these occur in combination:

Symptoms

Encephalopathy

V Seizures

V Developmental Delay or Regression

(including early and late-onset dementia)

V Myoclonus

V Movement Disorders

(dystonia, dyskinesias, chorea, etc.)

V Complicated Migraine

V Stroke

Neuropathy

Cardiac Conduction Defects

or Cardiomyopathy

Hearing Deficits

Short Stature

Disorders ofExtraoccular Muscles

V ptosis

V acquired strabismus

V ophthalmoplegia

Diabetes

Renal Tubular Disease

Visual Loss

V retinitis pigmentosa

V optic atrophy

Lactic Acidosis (may be mild)

Problems Associated with Mitochondrial Cytopathies

ORGAN SYSTEM

Brain

Nerves

Muscles

Kidneys

Heart

Liver

Eyes

Ears

Pancreas

Systemic

POSSIBLE PROBLEMS

Developmental delays, mental retardation, dementia, seizures, neuro-psychiatric

disturbances, atypical cerebral palsy, migraines, strokes

Weakness (which may be intermittent), neuropathic pain, absent reflexes,

gastrointestinal problem (gastroesophageal reflux, delayed gastric emptying,

constipation, pseudo-obstruction), fainting, absent or excessive sweating resulting

in temperature regulation problems

Weakness, hypotonia, cramping, muscle pain

Proximal renal tubular wasting resulting in loss ofprotein, magnesium,

phosphorous, calcium and other electrolytes

Cardiac conduction defects (heart blocks), cardiomyopathy

Hypoglycemia (low blood sugar), liver failure

Visual loss and blindness

Hearing loss and deafness

Diabetes and exocrine pancreatic failure (inability to make digestive enzymes)

Failure to gain weight, short stature, fatigue, respiratory problems including

intermittent airhunger
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Mitochondrial diseases with associated vision and hearing losses and descriptions

There are quite a large number ofMitochondrial diseases listed on the United Mitochondrial Disease Foundation

website. Some ofthese have various visual conditionsand hearing loss associated withthem. Some ofthe ones listed include:
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Long name: Progressive Infantile Poliodystrophy.

Symptoms: seizures, dementia, spasticity, blindness, liver dysfunction, and cerebral degeneration.

Complex 1 Deficiency

Long Name: NADH dehydrogenase (NADH-CoQ reductase) deficiency.

Symptoms: Three major forms:

1

.

Fatal infantile multisystem disorder, characterized by developmental delay, muscle weakness, heart disease,

congenital lactic acidosis, and respiratory failure.

2. Myopathy beginning in childhood or in adult life, manifesting as exercise intolerance or weakness. Elevated

lactic acid common.

3

.

Mitochondrial encephalomyopathy (including MELAS), whichmay begin in childhood or adult life and

consists ofvariable combinations ofsymptoms and signs, including ophthalmoplegia, seizures, dementia,

ataxia, hearing loss, pigmentary retinopathy, sensory neuropathy, and uncontrollable movements. May
cause Leigh Syndrome.

Complex III Deficiency

Long Name: Ubiquinone-cytochrome c oxidoreductase deficiency.

Symptoms: Four major forms:

1

.

Fatal infantile encephalomyopathy, congenital lactic acidosis, hypotonia, dystrophic posturing, seizures, and

coma. Ragged-red fibers common.

2

.

Encephalomyopathies of later onset (childhood to adult life) : various combinations ofweakness, short

stature, ataxia, dementia, hearing loss, sensory neuropathy, pigmentary retinopathy, and pyramidal signs.

Ragged-red fibers common. Possible lactic acidosis.

3. Myopathy, with exercise intolerance evolving into fixed weakness. Ragged-red fibers common. Possible

lactic acidosis.

4. Infantile histiocytoid cardiomyopathy.

Complex IV Deficiency /COXDeficiency

Long Name: Cytochrome c oxidase deficiency is caused by a defect in Complex IV ofthe respiratory chain.

Symptoms: Two major forms:

1

.

Encephalomyopathy: Typically normal for the first 6 to 1 2 months oflife and then show developmental

regression, ataxia, lactic acidosis, optic atrophy, ophthalmoplegia, nystagmus, dystonia, pyramidal signs, and

respiratory problems. Frequent seizures. May cause Leigh Syndrome.

2. Myopathy: Two main variants:

a) Fatal infantile myopathy: may begin soon after birth and accompanied by hypotonia, weakness,

lactic acidosis, ragged-red fibers, respiratory failure, and kidney problems.

b) Benign infantile myopathy: may begin soon after birth and accompanied by hypotonia, weakness,

lactic acidosis, ragged-red fibers, respiratory problems, but (ifthe child survives) followed by

spontaneous improvement.

CPEO
Long Name: Chronic Progressive External Ophthalmoplegia Syndrome.

Symptoms: Similar to thoseofKSS plus: visual myopathy, retinitis pigmentosa, dysfunctionofthe central nervous system.
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KSS

Long name: Kearns-Sayre Syndrome.

Symptoms: Progressive external ophthalmoplegia, pigmentary retinopathy, heart block, and high cerebrospinal protein.

LCHAD
Long name: Long-Chain Hydroxyacyl-CoA Dehydrogenase.

Symptoms: Encephalopathy, liver dysfunction, cardiomyopathy, and myopathy. Also pigmentary retinopathy and

peripheral neuropathy.

LHON
Long Name: Leber Hereditary Optic Neuropathy.

Symptoms: Primarily blindness in young men. Less common symptoms: mild dementia, ataxia, spasticity, periph-

eral neuropathy, and heart conduction defects.

MERRF
Long Name: Myoclonic Epilepsy and Ragged-Red Fiber Disease.

Symptoms: Myoclonus, epilepsy, progressive ataxia, muscle weakness and degeneration, deafness, and dementia.

NARP
Long Name: Neuropathy, Ataxia, and Retinitis Pigmentosa.

HEADING TO TEXAS IN JUNE 2002

The mission statement forUMDF is "to promote research for cures and treatments ofmitochondrial disorders and

to provide support to affected families." One activity that supports this mission is their international symposium. The

5th InternationalUMDF Symposium on Mitochondrial Disease for Mitochondrial Specialists, Clinicians, and Families

will take place this summer at the Westin Galleria, in Dallas, Texas. Meetings are planned for everyone's needs and

families will have the opportunity to attend the medical meeting for clinicians. Also new this year will be a special

session for affected adults. A special tract will be offered for newcomers to learn the basics ofmitochondrial disease g
before the detailed medical sessions. Other topics include insurance, legal issues, estate planning, and practical tools

for couples and non-affected siblings. There are three different tracks offered at this event:

O
Scientific Meeting - "Mechanisms ofMitochondrial Function and Disease" §
June 6-7, 2002

Meeting for Clinicians - "Troubleshooting Difficult Cases in the Clinical Setting" O
June 8, 2002 v>

Family Meetings

June 7-9, 2002

For registration information about the Family Meetings, please contact the UMDF office by phone (4 1 2) 793-

8077 or e-mail info@umdf.org, or visit theUMDF website at <www.umdf.org>. For medical professionals seeking

information about the Scientific Meetings or Meetings for Clinicians, contact the University ofTexas Southwestern

Medical Center at Dallas by phone (800) 688-8678 or e-mail Misti.fitzner@utsouthwestern.edu, or access their

website at <www.utsouthem.edu>.

cz>
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Early Hearing Detection and Intervention

By Karl R. White, Utah State University, Logan, Utah

Editor s note: In Texas we have made great strides implementing newborn infant hearing screening as a

result of The Newborn Infant Hearing Screening and Intervention Act of 1999. We thought you might be

interested in knowing more about the importance of early hearing loss detection and intervention, as this

program, like many others, will be scrutinized when budgets are drawn up in Washington DC and in Texas. If

you have questions or would like to know more about this issue, please contact Karl White in Logan, Utah, at

<KWHITE@coe. usu. edu>.

BACKGROUND

Hearing loss continues to be the most common birth defect in America. The Newborn Infant Hearing Screening

and Intervention Act of 1 999 (as introduced by Representative James Walsh), was incorporated as Title VI ofthe

Labor, HHS and Education Appropriations Act of 1 999, and signed into law This law has enabled federal funds for

state grants to develop infant hearing screening and intervention programs. Congress also identified several specific

goals to address the problem ofhearing loss in children through the Children's Health Act of2000 (P.L. 1 06-3 1 0),

including early hearing screening and evaluation ofall newborns, coordinated intervention and rehabilitation services,

and ongoing applied research to betterunderstand the learning and developmental needs ofdeaforhard-of-hearing children.
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Since 1 999, the number ofstates requiring statewide newborn hearing screening by law or voluntary compliance

has increased from 1 1 to 4 1 states and the District ofColumbia. While progress is being made, there is still a long way

to go. Only 67% ofbabies are now screened for hearing loss before 1 month ofage (up from only 20% in 1 999). To

date, over halfofthe newborns who do not pass the hearing screening are lost to follow-up. Moreover, over halfofthe

infants diagnosed with hearing loss are not enrolled in early intervention programs by 6 months ofage.

Over the last three years, there has been more grant applications than funding available, which underscores the need

to extend federal funding. Currently, 44 states and 3 territories (out of50 states and 9 territories) have receivedHRSA
competitive grants for the purpose ofimplementing statewide EHDI programs. Since these grants have only been

operational for 6 months to 2 years, a dedicated source offunding is critical at this time to ensure that state programs

become fully operational, successful and properly link screening programs with diagnosis, early intervention and the

child's medical home.

Only 30 states have received CDC cooperate agreement grants over the last two years ( 1 5 states in FY2000 and

another 1 5 states in FY2001 ) to assist them in developing strong surveillance and tracking systems. These systems are

needed to ensure follow-up and coordination ofearly intervention services for young children identified with hearing

loss. States also face multiple challenges in transferring information about children diagnosed with hearing loss among

service providers, the state EHDI programs and early intervention programs.

FACTS ON HEARING LOSS IN CHILDREN

Everyday in the United States, approximately 1 in 1 ,000 newborns (or 33 babies every day) is born profoundly

deafwith another 2-3 out of 1 ,000 babies born with partial hearing loss, making hearing loss the number one birth

defect in America. (National Center on Hearing Assessment & Management website 2002, Centers for Disease

Control website, 2002)

Newborn hearing loss is 20 times more prevalent than phenylketonuria (PKU), a condition for which all newborns

are currently screened. (Grosse, 200
1

)
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Ofthe 12,000 babies in the United States born annually with some form ofhearing loss, only halfexhibit a risk

factor-meaning that ifonly high-risk infants are screened, halfofthe infants with some form ofhearing loss will not be

tested and identified. (Harrison & Roush, 1 996) In actual implementation, risk-based newborn hearing screening

programs identify only 1 0-20% ofinfants with hearing loss. (Elssmann, Matkin, & Sabo, 1 987) When hearing loss is

detected beyond the first few months of life, the most critical time for stimulating the auditory pathways to hearing

centers ofthe brain is lost, significantly delaying speech and language development.

Only 67% ofbabies are now screened for hearing loss before 1 month ofage (up from only 20% in 1 999). Ofthe

babies screened, only 56% who needed diagnostic evaluations actually receive them by 3 months ofage. Moreover,

only 53% ofthose diagnosed with hearing loss are enrolled in early intervention programs by 6 months ofage. (Na-

tional Center on Hearing Assessment website, 2002) As a result, these children tend to later re-emerge in our schools'

special education (IDEA, Part B) programs.

When children are not identified and do not receive early intervention, special education for a child with hearing loss

costs schools anadditional $420,000, and has a lifetime costofapproximately $ 1 millionper individual. (Johnson et al, 1 993)

NATIONAL RECOMMENDATIONS ON EARLY HEARING DETECTION & INTERVENTION

The Joint Committee on Infant Hearing (Joint Committee on Infant Hearing, 2000) and U.S. Public Health

Service's Healthy People 2010 health objectives (Healthy People 2010 website, 2002) recommend that all newborns

be screened for hearing loss by 1 month ofage, have diagnostic follow-up by 3 months, and receive appropriate

intervention services by 6 months ofage.

A National Institutes ofHealth (NIH) Consensus Panel in 1 993 recommended hearing screening ofall newborns.

The consensus report concluded that the best opportunity for achieving this goal is provided by the development of

hearing screening programs for newborns in hospital nurseries or in birthing centers, prior to discharge. (National

Institutes ofHealth, 1993) cc

The U.S. Preventive Services Task Force in 200 1 concluded that universal newborn hearing screening does lead to

earlier identification and treatment. However, there were not enough clinical studies ofsufficient size and strength to

evaluate long-term outcomes. While the preponderance ofanecdotal evidence and clinical research indicates that

EHDI provides substantial benefit, additional clinical outcome studies and clinical trials are needed. (Agency for

Healthcare Research and Quality website, 2002)

METHODS AND COSTS FORNEWBORN HEARING SCREENING

Advances in technology for newborn hearing screening at most birthing hospitals have allowed for cost contain-

ment, with current charges ranging from $25 to $60. The cost ofidentifying a newborn with hearing loss is less than

one-tenth the cost ofidentifying newborns with PKU, hypothyroidism, or sickle cell anemia, which are screened for in

nearly every state. (Grosse, 2001

)

Two types ofelectrophysiologic procedures are used to screen newborns singly or in combination:

• Auditory brainstem responses (ABR) are measured by placing sensors on the baby's head. Sound is then

introduced to the baby's ears through tiny earphones while the child sleeps. A computer allows brainwave

activity to be recorded to indicate whether the ear and auditory brainstem pathway are responding to sound.

This test is painless and takes only about 5 minutes.

• Otoacoustic emissions (OAE) are faint sounds produced by most normal inner ears. The sounds cannot be

heard by people, but can be detected by very sensitive microphones that are placed in the ear canal. During

testing, a tiny flexible plug is inserted into the baby's ear and sound is then projected into the ear through the
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plug. A microphone inside the plug records the otoacoustic emissions that the normal ear produces in

response to the incoming sound. Testing is also painless, takes about 5 minutes to complete, and can be

done while the baby sleeps.

BENEFITS OF EARLY HEARING DETECTION AND INTERVENTION

Infants identified with hearing loss can be fit with amplification by as young as 4 weeks ofage. With appropriate

early intervention, children with hearing loss can be mainstreamed in regular elementary and secondary education

classrooms. (Joint Committee on Infant Hearing, 2000) Recent research has concluded that children born with a

hearing loss who are identified and given appropriate intervention before 6 months ofage demonstrated significantly

better speech and reading comprehension than children identified after 6 months ofage. (Yoshinaga-Itano& Apuzzo,

1 998 and Yoshinago-Itano et al, 1 998)

Even mild hearing loss can significantly interfere with the reception ofspoken language and education performance.

Research indicates that children with unilateral hearing loss (in one ear) are ten times as likely to be held back at least

one grade compared to children with normal hearing. (Bess, 1985, Bess, 1998, and Oyler et al, 1988) Similar

academic achievement lags have been reported for children with even slight hearing loss. (Quigley, 1 978) Children

with mild hearing loss miss 25-50% of speech in the classroom and may be inappropriately labeled as having a

behavior problem. (Flexer, 1994)

Recent clinical studies indicate that early detection ofhearing loss followed with appropriate intervention minimizes

the need for extensive habilitation during the school years and therefore reduces the burden on the IDEA Part B
program. (Centers for Disease Control and Prevention website 2002 and Ross 2001) In contrast, a 30-year

Gallaudet study revealed that halfofthe children with hearing loss graduate from high school with a 4th grade reading

level or less. (Gallaudet Research Institute website, 2002)
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What's in a Name?
By Terry Murphy, Executive Director, Texas Commission for the Blind

In the last issue ofSee/Hear I let the readership know that the Texas Commission for the Blind was considering a

newname for its children's program. The agency's Board voted in its March meeting to rename the program the Blind

Children's Vocational Discovery and Development Program. This is the second name change in the program's

history. Initially known as the Visually Handicapped Children's Program in concert with our enabling statutes, the name

changed to Blind and Visually Impaired Children's Program in the early 1 980s. The change was made to bring the

name "blind" into the language ofour service programs. In addition, the word "handicapped" was losing favor in the

disability field, so we changed along with the times.

Why another change now? Much has happened in 20 years in state government. We've been struggling for a

couple ofyears with an external identity crisis in the children's program. A new program name that clearly defines our

specific role in state government will place us in a better position to educate the public and legislators. We need to

insure that our services are understood as unique and separate from educational, health, and welfare services.

In a memo we sent to our staffabout the name change, we asked them to look at the new name chosen by the

Board and set their vision on what it says. I'm taking this opportunity ofsharing this vision with ourSee/Hear partners.

Blind Children's... Straight up and up front. Althoughwe still serve children with visual impairments and they are

very important to us,we are bestknown forour specialized knowledge about blindness - no otheragency in Texas does what

we do for blind children. To reinforce that message, our caseworkers are being retitled "Blind Children's Specialists."
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Vocational... The word vocational is important because it clearly sets us apart from education, health and welfare

services. The word vocational may mean full-fledged competitive employment to a lot ofpeople; to us it is a broader,

less restrictive term when you're talking about children. Too many children are labeled too soon in their lives as having

no vocational potential. Vocational to us means working toward a purposeful existence. We believe all blind children,

regardless ofa child's medical prognosis or severity ofdisabilities, have the potential for developing in a vocational

direction. Depending on the individual blind child, success could be any one or more ofa wide range ofaccomplish-

ments - from learning to have meaningful interactions with loved ones to eventual paid work experience.

Discovery... A child's life is all about discovery. Discovery is an action word. It's a positive force. It's an all-

inclusive term. The moment all children are bom they begin to discover the world around them, their interests, their

differences, and their passions. The Commission is right there to help the child and family discover the many possibili-

ties they never thought existed for someone who is blind. When the time is right, we'll be there to help children and

families discover successful role models who are themselves blind and once walked the same path their child isnow on.

Development... Development is also an action and all-inclusive word. This is where our staffreally shines. No
other agency professionals in Texas have the blindness-specific expertise to recommend the appropriate developmen-

tal training that will make each tomorrow a little bit better for blind children and their families.

Program. We have a comprehensive, fully developed, statewide system of services ready to help parents and

children who are blind.

GO

z

Well, that's it. We've received a few comments since the change - most ofthem positive. One concerned parent

questioned the need for "vocational" in the name, stating that not all children we serve have vocational potential. The

parent was concerned that the word would throw some parents offand they would not know the program was

available to them iftheir child was visually impaired or had multiple disabilities and future vocational possibilities looked

bleak to them. I reassured that parent, as I want to assure you, that we'll do our best to promote our services to

parents ofall children with visual impairments, regardless ofthe severity oftheir other disabilities.

The concern expressed about children with no "vocational" potential made me think about an e-mail recently sent

around by our Lubbock regional director that I want to share with you. It speaks volumes about our vision for all ofthe

agency's programs, including our children's program and the name change. She reminded us ofwords used by

President GeorgeW Bush in 1 999 in a campaign speech and later again in his nomination acceptance speech. In

talking about his domestic policy for educational reform, he used the phrase, "Some say it is unfair to hold disadvan-

taged children to rigorous standards. I say it is discrimination to require anything less - the soft bigotry oflow expectations."

What compelling words! "The soft bigotry oflow expectations." Her e-mail went on to say that the soft bigotry of

low expectations applies not only to public education but also to the habilitation and rehabilitation ofblind consumers.

She gave the examples ofthe blind student who is allowed to get out ofgym class whenever she wants, or the college

disabled students office that intervenes on behalfofthe blind student with a professor, or the employerwho allows the

blind employee to skip a special employee meeting because he'd have to report to work an hour early. Low expecta-

tions; learned dependence. To foster independence, she said that the Commission should expect ofour consumers

what we expect ofeveryone else and offer consumers the same courtesies we offer to everyone else - nothing more,

nothing less. I agree.

Our Blind Children's Vocational Discovery and Development Program promises to have high expectations ofevery

child. We promise parents we will have those same high expectations ofthem as we help them to learn about the

special qualities and needs oftheir child with visual loss and how to help their child develop to their full potential. As

President Bush said, to expect less would be a form ofsoft bigotry on our part.

28



"Where Airplanes Fly"

By Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

What follows is a story with as many versions as there are teachers ofthe visually impaired. A good friend ofmine

was a resource teacher for the visually impaired at a senior high school. Among his students was a very bright,

competent totally blind 1 1th grader. My friend was concerned about the concepts and social skills ofthis student who

excelled in academic learning. One day he had the student climb up a ladder and touch the ceiling ofthe classroom.

My friend said, "Do you know what that is?" The student responded, "This is where airplanes fly."

While this little story seems to illustrate a lack ofconcept development, not social skills development, I contend that

it is a classic illustration ofwhy we need to be teaching social interaction skills.

Over the years that I've been involved in education ofthe visually impaired, it's been interesting, frustrating, and

tragic thatmy colleagues and I have paid so little attention to the systematic, sequential teaching ofsocial skills. I recall

that among the original reasons given for "mainstreaming" were to give blind and visually impaired students opportuni-

ties to grow up socially with their sighted classmates and neighbors. So we placed them in regular classrooms and

thought proximity would do the rest. When questioned about teaching social skills, we would say that we corrected

inappropriate social behavior (rocking, eye-poking, etc.) as needed. What that meant was that we intervened when

children were being socially inappropriate and tried to extinguish the behavior. It did not mean, at least inmy case, that

we replaced inappropriate behavior by teaching what would be socially acceptable. We also did not share with

students information about which behaviors were permissible with different audiences, and which behaviors were

permissible only in the privacy oftheir own homes or their own rooms.

In a former life, when I taught future teachers ofthe visually impaired at a university, I offered a course entitled

"Social and Psychological Implications ofBlindness." Almost every semester, the students and I would begin this

course with a fascinating discussion. We would consider the possibility that, for the adventitiously blinded adult, the

major issues ofblindness would probably be psychological, while for the congenitally blind child, most issues would be

social. The child, who knows no other condition than blindness, may not have any psychological reaction to being

blind. On the other hand, every social skill that is incidentally, casually learned through vision will need to be taught to

blind children. What happens to these skills ifwe have no social skills curriculum?

As a result ofour rather feeble and innocently ignorant attempts with social skill training in the early years of

mainstreaming, too many blind and visually impaired young people entered the adult world with few skills for social

interaction. Thus, the very reasons we mainstreamed students led to many socially inept young adults.

Are we doing betternow? I hope so - we have curriculum for assessing and teaching social interaction, we have an

expanded core curriculum that stresses the teaching ofsocial skills, and our universities are paying much more attention

to the preparation ofteachers who know how to teach non-academic skills.

Ann MacCuspie wrote a book entitled PromotingAcceptance ofChildren with Disabilities: From Tolerance

to Inclusion (Atlantic Provinces Special Education Authority, 1 996) that every professional in education ofthe visually

impaired should read. Ann describes what she calls "Pupil Culture," and warns us that this characteristic ofadoles-

cents is learned through the visual observation ofpeers, and is essential for a healthy social life in school and the

community.

According to MacCuspie, pupil culture has several functions:

1

.

It is a defense resource for pupils against teachers and other adults.

2

.

It determines who belongs and who does not.
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3

.

It provides special benefits for group members.

4. It legitimizes children's perceptions oftheir world.

MacCuspie goes on to illustrate, through her research, why it is difficult, ifnot impossible, for visually impaired

children to be a part ofthe "pupil culture."

"...many sources ofincompatibility became apparent. Classmates ofthese (visually

impaired) students were often perplexed as to how to interact with a student who was

visually impaired or how to respond to her/his atypical behaviors or mannerisms. Stu-

dents with a visual impairment, frequently uninformed ofthe negotiated rules ofschool

culture, behaved inappropriately. . . The social environment itselfwas often a hostile one

for children with disabilities integrated in the regular classroom. Competence, verified

in competitive settings orjudged on inequitable criteria, routinely placed the student

with a visual impairment at a disadvantage..."

I've been very conscious ofthis emphasis in Ann's book because I am the father ofa teenager. Lucas, my son, is

1 3 years old, soon to be 14. Throughout his life, he has been a kind, sensitive, loving and fun-loving young man. He,

and his mother, are thejoys ofmy life. Yet, I am very aware ofhis beginning to identify with his pupil culture now. The

changes are subtle, for Lucas still has a deep and abiding love ofhis family, and is committed to being a loving member

ofour circle. But there is a normal and growing dimension ofhim in which we, my wife and I, are not included. He has

friends with whom he shares interests, even passionate interests, and his parents can only look on and approve. He is

growing up, becoming his own person, notjust an extension ofus. I have yet to hear or see Lucas deliberately defy his

parents, and I attribute that to the 1 3 years oflove, caring, and gentle discipline he received.

Why am I telling you this story? Because most ofwhat Lucas knows about his pupil culture has been learned

casually and visually. He "fits" with a certain crowd at school because they share interests, have very animated

conversations, and laugh a lot together. His identity with his pupil culture will grow over the next few years, and his

parents only hope and pray that his solid foundation will help him remember honesty, integrity, and what is right.

Lucas first became a member ofa pupil culture because ofthe common interests he and his friends share. As the

months and years go by, that bond will strengthen through shared experiences and relationships. Hopefully, his friends

today will be his lifetime friends.

What are some ofthe prerequisites children must learn in order to be a member ofa pupil culture? What are the

characteristics of pupil culture that blind and visually impaired children may need to be taught? This is what Ann
MacCuspie has to say:

• unwritten rules ofpupil culture, such as those things to tell teachers and those things which are

shared only by children

• activities which are popular on the playground and the rules which guide participation

• the opportunities which existfor interaction with peers outside the classroom, such as debating club,

choral groups, school newspaper, and recreationalpursuits

• the types ofproblems other students are experiencing as theyproceed through school (e.g., peer

pressure, belonging, understanding others)

• common knowledge items such as the currentfashions in clothing, hairstyles, television programs,

music, and recreational and leisure pursuits
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• popular games (e.g., board games, card games, video games) and how to play them

• how to participate and what to do on playground equipment, how to participate in run and chase

games, how to play in a group

• information which is displayed on classroom walls, bulletin boards, overheadprojectors, film screens,

and television monitors

How can we help these students develop a pupil culture? I'm not certain, and many ofyou readers have done more

than I have in this regard. But I can't help thinking about spending some time every day, or several times a week,

helping the pre-teen on your caseload learn socially appropriate dress, socially acceptable mannerisms, develop inter-

ests common to other students, learn conversational skills (don't interrupt, how to feign interest, etc.), appropriate

relationships with adults, etc.

Because, after all, social skills arejust as important as learning to read, aren't they?

Stipends Available for Training as Teachers ofthe Visually Impaired,

Orientation and Mobility Specialists, and Deafblind Professionals

The collaborative visual impairment (VI) preparation project in Texas provides stipend money to students wanting

to become teachers ofthe visually impaired (TVI), orientation and mobility (O&M) specialists, and deafblind profes-

sionals in Texas. The stipends cover tuition, fees, books, and in some cases travel and living expenses. You must be

a Texas resident to qualify.

TVIs are specially certified teachers who help visually impaired children (birth - 22 years) achieve their educational

goals. They work as part ofthe educational team, to provide instruction in skills which are unique to visual impair-

ments. Their goal is to help students achieve independence. TVIs work with children with visual impairments (low

vision and blind), their parents, other educators,O&M specialists and community agencies.

A TVTs day might include:

• Teaching a toddler to enjoy playing with a variety oftoys

• Teaching ayoung child how to read and write braille

• Teaching students how to make a favorite snack

• Modifying materials with other educators and paraeducators to address the impact ofa visual impairment

Orientation and mobility (O&M) specialists train students how to travel independently, safely and efficiently in their

home, school and community. As part ofthe educational team, O&M specialists help students know where they are

in space, where they want to go, and how to get there. O&M specialists work with individuals who have visual

impairments, birth through adulthood, in both educational and rehabilitation settings.

AnO&M specialist's day might include:

• Teaching a young blind baby how to move towards her mother's voice

• Teaching a child with low vision how to interpret the sounds oftraffic

• Teaching a teenagerhow to use a cane when traveling in a crowded mall

• Coordinating with parents and educational team members to teach a visually impaired child how to partici-

pate in a sporting event
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Deafblind professionals work with students who are deafblind. As part ofthe educational team, deafblind profes-

sionals provide educational programming for these very unique children and adults.

TRAINING INFORMATION

University-based courses are offered either entirely over the web or in combination with interactive television

systems at regional education service centers. Students usually take two classes each semester, including the summer.

It is possible to attend Stephen F. Austin State University and take traditional on-campus classes. Full-time students

can finish the program in one year and have part oftheir living expenses covered by the stipend.

Interested future TVIs in the Corpus Christi area may also participate in an alternative certification program. This

program can be completed within a calendar year.

No degree?

Applicants without an undergraduate degree can get a bachelor's degree and certification as either a TVI orO&M
specialist at Stephen F. Austin State University. This is the only undergraduate program in the state.

Bachelor's or Master's degree?

With at least a bachelor's degree, a person can complete certification as anO&M specialist, by taking courses

through distance learning methods and spending one summer in a university training program at Texas Tech University

or Stephen F. Austin State University.

Future O&M specialists take eight courses and complete an internship/practicum. It is necessary to plan on

spending one summer on the university campus to complete six credit hours ofinstruction. Itmay also be necessary to

travel to complete some ofthe internship/practicum. Stipends are available to help offset the cost ofthe required travel.

Future TVIs must have a classroom teaching certificate before completing Visually Impaired certification. Visually

Impaired certification is available through Stephen F. Austin, Texas Tech University, or Region II Education Service

Center's Teacher Preparation Program.

Future TVIs must either complete six courses and an internship or attend the Teacher Certification Program at

Region II Education Service Center. TVIs may get emergency certified after completing Braille and one other course.

WHO DO I CONTACT FOR MORE INFORMATION?
Program-specific information

Region II Education Service Center

Ms. Joyce West

Phone: (361)561-8524

E-mail: jwest@esc2.net

Stephen F. Austin State University

Dr. Dixie Mercer

Phone: (936)468-1142

E-mail: dmercer@sfasu.edu

Texas Tech University

Dr. Nora Griffin-Shirley

Phone: (806) 742-2345

E-mail: ibngs@ttu.edu

General professional information

Dr. KC Dignan

Phone: (512)206-9156

E-mail: kcd@tsbvi.edu
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TSBVI Short-Term Programs for School Year 2002-2003

Spring ARDs are a good time to think about an upcoming TSBVI short-term program for your student. Learn

more about these programs onTSBVI's website at <www.tsbvi.edu>, or contact Lauren Newton, Principal ofSpecial

Programs, by e-mail at newtonl@tsbvi.edu or by phone at (5 1 2) 206-9 1 1 9.

FALL SEMESTER 2002

September 8-13:

Sept. 29-Oct. 4:

October 20-25:

November 10-15:

December 1-6:

December 1 -6:

*December 12-15:

Technology Week (electronic notetakers, speech access for Windows)

Elementary IEP #1 (you pick the objectives)

Middle School IEP #1 (you pick the objectives)

High School IEP #1 (you pick the objectives)

Math (adapted tools& technology)

Practical Academics (students below grade level)

Middle School Holiday Gift Making

SPRING SEMESTER 2003

January 12-17:

*January 23-26:

February 9-14:

*February 20-23:

March 23-28:

April 5-8:

April 13-17:

May 1-4:

Weekend Program

High School IEP #2 (same as above)

Low Vision Weekend (modifications& adaptations)

Middle School IEP #2 (same as above)

Teen Getaway (social enrichment)

Secondary IEP #2 (same as above)

A Capitol Experience (visit& learn about legislature)

Elementary IEP #2 (same as above)

Elementary Austin Experience (social enrichment)

KASA (Kids As Self Advocates)

Reprinted with permission from Family Voices

Friday's Child News, April 5, 2002

KASA (Kids As SelfAdvocates) is very HAPPY to announce... FORUMS! This is your opportunity to SPEAK
OUT andmake your voices heard. These are not your parent's forums. The forums work like bulletin boards, you can

write back to subjects that are already there, or start your own. Tell us what is on your mind, take part in research and

surveys to help people who work with youth hear from youth and find support and encouragement from your peers.

Make some friends, have "virtual" conversations, have fun! Visit <www.fVkasa.org> to register, read and write!

Thanks to Joshua Keys at Motion Medium for all his hard work getting these up and looking great.

KASA has a listserv. Ifyouwould like tojoin it, send an e-mail to <kasa-subscribe@yahoogroups.com> orjoinKASA
throughour website at <www.fVkasa.org>.
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IDEA Rapid Response Network
Reprinted with permission from Family Voices

Friday's Child News, April 12, 2002

The Disability Rights EducationAnd Defense Fund(DREDF) has launched theIDEA Rapid ResponseNetwork. Com-

prised ofparents ofchildren with disabilities, advocates and supporters, theNetwork is:

• Building a cadre ofparents and supporters nationwide who can be called on to respond to proposed amendments

or concepts for changes to IDEA that might weaken, eliminate or in any way compromise the civil rights of

childrenwith disabilities during the upcoming Congressional reauthorization process; and,

• Educating and informing parents about proposals to amend IDEA.

Ifyouwish to receive e-mail information about reauthorization activities and/or participate in the Network, please send an

e-mail to preserveIDEA@dredf.org. Include your name, contact information (postal address, telephone number, and e-

mail) and whether you only want updates orwould also like to participate in the Network. For more onIDEA and Family

Voices, contact Bridget Via, FAPE Project Coordinator at the National Office, bvia@familyvoices.org, (505) 872-4774.

Medicaid Simplification Bill (Senate Bill 43)

Reprinted with permission from

March/April 2002 Texas Medicaid Bulletin, No. 1 6

1

Editor's note: Although this article was writtenfor health care professionals, the information is also rel-

evant to parents whose children utilize Medicaidfunds.

On January 1 , 2002, Senate Bill 43, the Medicaid Simplification bill, went into effect. The bill's purpose is to

remove barriers to children's enrollment into and continued participation in Texas Medicaid. Key features ofinterest to

health care providers include:

• The simpler three-page application for children's Medicaid includes easier verification requirements.

• Face-to-face application and renewal appointments in DHS offices are no longer required.

• Changes have been made to the system so that children moving between Medicaid and CHIP do not

experience a gap in coverage.

• The eligibility period lasts a continuous six months. Children newly enrolled after January 1 will begin a six-

month continuous eligibility term; that is, they will not lose Medicaid coverage due to changes in family

income or size. However, children certified for Medicaid coverage before January 1 , 2002, only will begin

£* a six-month eligibility period at the time oftheir first Medicaid renewal event in 2002.

M The Medicaid ID system will not change in the short-term, despite the six-month eligibility terms. Clients will

M continue to receive updated monthly ID cards. The Medicaid ID cards contain many other kinds ofinformation for and

r about Medicaid children. Therefore, the cards will continue to be issued monthly.

<%

jj\ Two important aspects ofthe legislation include

:

* • Caretakers ofnewly enrolling Medicaid children are required to participate in a health care orientation.

w
g • Caretakers ofall Medicaid children are required to keep their children up-to-date on their medical Texas

Health Steps (THSteps) checkups.



If caretakers do not comply with these requirements, they will need to go to a DHS office for a face-to-face

renewal with aDHS worker. Caretakers who comply with these two requirements will be allowed to complete their

children's renewal process through the mail.

It is important for THSteps and Medicaid providers to understand the following determination made by the state.

A caretakermay claim to be compliant with the health care orientation and checkup requirements ifhe or she:

• Takes a child to a THSteps checkup or to a Medicaid provider for a medical visit ofany kind, or

• Completes the act ofscheduling a checkup or medical visit (no matterhow far into the future the appoint-

ment must be made).

Therefore, health care providers are encouraged to allow as many Medicaid caretakers as possible to call and

schedule checkups and medical visits.

To access other articles in the March/April bulletin, go to <http://www.eds-nhic.eom/downloads/m 1 6 1 .pdf>.

Children with Special Health Care Needs Program (CSHCN)
at Texas Department ofHealth Anticipates Changes

Reprinted with permission ofthe CSHCN Division, TDH, April, 2001

The Board ofHealth adopted new rules for the CSHCN program in April 200 1 . Those changes were a big step on

the road to improved care for Texas children with special health care needs. However, CSHCN has a limited budget

for 2002 and 2003. At present, the need for services is larger than the amount ofmoney CSHCN has to spend.

The hard task facing usnow is figuring out the best ways to serve children and families with the money we have. We
will have to take a new look at whom we serve and do not serve, what services we offer, and how we administer all

aspects ofthe CSHCN program. As you can imagine, making the best decisions will be a challenge, and it is not yet

certain when final decisions will be made. At this point, CSHCN is already making cuts in staffand administrative

expenses. We are also looking at possible changes to CSHCN services, contracts and other aspects ofthe program.

It is very important to us to base decisions on input from the people whom the decisions will most strongly affect.

Various groups and individuals have already made some suggestions. TDH and the CSHCN Advisory Committee are

currently discussing issues and possibilities for the future oftheCSHCN program. (The Advisory Committee includes

9 parents ofchildren with special health care needs.) We believe that parents and families ofchildren with special

health care needs are an important source ofguidance. Your input can help us make intelligent, caring, well-considered

program changes, so that CSHCN can work within its budget to be the best program it can be.

CSHCN plans to gather a great deal ofinput from providers, clients and families in the coming weeks. We hope

you will be willing to let us know what you think. CSHCN will provide anumber ofopportunities for you to comment,

including public hearings (to be announced on the CSHCN website and in the Texas Register). Please feel free to call,

fax, e-mail or write to us with your questions, comments and input. You may also want to check future issues ofthe

CSHCN Parent Newsletter for updates on the program review process. Thank you for partnering with us to do the

very best we can for Texas children with special health care needs.

Contact Children with Special Health Care Needs Division - Attention CSHCN Implementation Team, 1 1 00W
49th Street, Austin, Texas 78756, E-mail: cshcn@tdh.state.tx.us, Phone: (800) 252-8023, ext. 3 1 10, or (5 12) 458-

7111,ext.3110;orFax: (800)441-5133.
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CLASSIFIED
Mail or e-mail your new classifieds to Jim Durkel at:

TSBVI Outreach, 1 100 West 45th St., Austin, TX 78756, or JimDurkel@tsbvi.edu.

An up-to-date Statewide StaffDevelopment Calendar is posted on TSBVI's website at <www.tsbvi.edu>.

Fifth Biannual Usher Syndrome Family Retreat

June 7-9, 2002

Austin, TX

Usher Syndrome is a leading cause ofdeafblindness. People with Usher Syndrome are usually born with a

hearing impairment, then begin losing vision later as a result ofretinitis pigmentosa. This pattern ofdeafblindness

creates some unique issues for children with Usher Syndrome and their families.

Families from all over Texas come to this event year after year. The experience ofmeeting other families and

adult mentors with Usher Syndrome, and simply having time together, makes this a very special weekend. Topics

ofthis year's retreat will include recreation and leisure, planning for college and post-secondary life, and strategies

for living a rich full life while coping with the challenges ofUsher Syndrome. Information will also be shared about

the supports and resources available to school-aged children with Usher Syndrome, their siblings, and theirparents.

Travel assistance from Texas Deafblind Outreach is available for families interested in attending.

Registration deadline is May 21, 2002.

z

Mental Health Issues Associated with Usher Syndrome
A special day of training for

Counselors, Teachers, Rehabilitation Professionals and Parents

June 7, 2002

TSBVI Conference Center - Austin, TX

Michael Brennan, currently the Mid-Atlantic Regional Representative for the Helen Keller National Center, will

be the featured speaker at this one-day training. Michael brings a unique perspective to this topic. He has Usher

Syndrome (Type II). After completing his Masters Degree from Gallaudet University, he established the Mental

Health Counseling Program at DeafCommunity Services ofSan Diego, California Michael was also Coordinator

ofResearch and Training on Mental Health and Deaf-Blindness, under a grant at Alliant University. He is a licensed

Marriage and Family Therapist (MFT), has extensive knowledge and experience in the field ofpsychosocial issues and

deafblindness, and is well-versed in the emotional adjustment challenges caused by dual hearing and vision loss.

The registration fee of$50 includes the costoflunch and materials.

Checks or agency purchase orders should be made out to Texas School for the Blind& Visually Impaired.

Registration deadline is May 21, 2002.

For more information about the retreat or one-day training,

or to request registration flyers for these events,

contact Beth Rees

Phone: (5 1 2) 206-9 1 03 or E-mail: BethRees@tsbvi.edu
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Motor, Vision& Travel:

Working as a Team to Address

the Motor and O&M Issues of the

Young Child with a Visual Impairment

Movement and exploration ofthe environment play

important roles in the development ofconcepts, strategies

for interacting with objects, and body awareness. Vision

loss can significantly impact these areas. This workshop

will share fun ideas for working on orientation and mobil-

ity, motor and sensory skills. The importance ofteam-

work will be emphasized, and roles ofthe OT, PT and

O&M Specialist will be discussed.

This workshop will be offered to families and profes-

sionals at these locations:

Monday, June 3, 2002 - Huntsville, TX

Thursday, June 6, 2002 - Mt. Pleasant, TX

Saturday, June 8, 2002 - Abilene, TX

Tuesday, June 1 8, 2002 - Lubbock, TX

Friday, June 2 1 , 2002 - New Braunfels, TX

Thursday, June 27, 2002 - Kilgore, TX

For information, contact Karen Scanlon

Phone: (5 12) 206-93 14 or

E-mail: KarenScanlon@tsbvi.edu

INSITE Training:

A Home-Based Model For
Infants, Toddlers, and Preschoolers Who Are

Multiply Disabled Sensory Impaired

INSITE is a 6-day training for school and ECI profes-

sionals working with familieswho have children (birth to 5)

withmultiple impairments, including sensory impairment

Silsbee - RegionV Education Service Center

Part I - June 4 & 5, 2002

Part II - August 19 & 20, 2002

Part III - September 17 & 18, 2002

Formore information, contact Kathy Williams

at RegionV ESC
Phone: (409)386-5507

E-mail: kmwilliams@esc5.net

Texas Focus 2002:

Looking for Access

June 13-14, 2002

Renaissance Hotel, Houston, TX

This conference is for people involved in the education

ofchildren with visual impairments, including those with

multiple impairments and deafblindness.

This year's theme, "Looking for Access," will draw

our attention to ways students with visual impairments can

be given more and better access to the school curriculum,

their community, and the world in general.

For more information, contact Jim Durkel

Phone: (512)206-9270

E-mail: JimDurkel@tsbvi.edu

or Mindy Carroll

Phone: (512)206-9344

E-mail: MindyCarroll@tsbvi.edu

5th InternationalUMDF
Symposium on

Mitochondrial Disease

June 6-9, 2002

The Westin Galleria in Dallas, TX

The 5th International United Mitochondrial Disease

Foundation (UMDF) Symposium on Mitochondrial Dis-

ease for Mitochondrial Specialists, Clinicians, and Fami-

lies will take place this summer at the Westin Galleria, in

Dallas, Texas. Meetings are planned for everyone's

needs and families will have the opportunity to attend the

medical meeting for clinicians. Also new this year will be a

special session for affected adults. A special tract will be

offered for newcomers to learn the basics ofmitochon-

drial disease before the detailed medical sessions. Other

topics include insurance, legal issues, estate planning, and

practical tools for couples and non-affected siblings.

For family registration information, please contact the

UMDF office by phone at (412) 793-8077 or e-mail at

info@umdf.org, or visit the UMDF website at

<www.umdf.org>. Medical professionals seeking infor-

mation on the Scientific Meetings or Meetings for Clini-

cians, contact the UT Southwestern Medical Center at

Dallas by phone at (800) 688-8678 or e-mail at

Misti.fltzner@utsouthwestern.edu, or look on their

website at <www.utsouthwestern.edu>.
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Third Mid-Atlantic

CHARGE Syndrome Conference

June 21-23, 2002

Four Points Sheraton - Aberdeen, Maryland

Any individual who is interested in learning more about

this rare and complicated syndrome should attend, in-

cluding family members, medical and educational profes-

sionals, therapists, medical interns/residents, education/

special education students. All are invited to participate in

this event. For more information contact:

CHARGE Syndrome Foundation, Inc.

2004 Parkade Boulevard

Columbia, MO 65202-3121

Phone: (800) 442-7604 or (573) 499-4694

Contact: Marion Norbury

E-mail: marion@chargesyndrome.org

American Council ofthe Blind

Annual Convention
June 29 -July 6, 2002

Adam's Mark Hotel in West Houston, TX
For information contact the ACB at:

1 1 55 1 5th Street,NW, Suite 1 004

Washington, DC, 20005

Phone: (800) 424-8666 or FAX: (202)467-5085

Website: <http://www.acb.org/convention/index.htrnl>

Braille Revival League's

Annual Convention
June 30 -July 3, 2002

Location: Houston, TX
Contact: KimCharlson

Phone: (617)926-9198

E-mail: kcharlson@acb.org

10th Biennial Statewide Conference

on Education of the Deaf
Sailing Together Toward New Horizons

July 24-26, 2002

The Omni Bayfront & Marina Towers Hotels

Corpus Christi, TX
Contact: Ruth Hicks at (28 1 ) 396-6378

E-mail: rhicks@wmjh.katy.isd.tenet.edu
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National Federation ofthe Blind

NFB Convention 2002

July 3, 2002 (Seminars)

July 4-9, 2002 (Formal Convention)

Location: The Gait House Hotel, Louisville, KY
For information, visit theNFB website at

<http://www.nro.org/commg.htm>

Phone: (410)659-9314

E-mail: nfb@nfb.org

Association for Education and

Rehabilitation ofthe

Blind and Visually Impaired

International Conference

July 17-21,2002

Toronto, Canada

Please contactAER for additional information.

Executive Director, Mark Richert

P.O. Box 22397, Alexandria, VA 22304

Phone: (877) 492-2708 or FAX: (703)823-9695

E-mail: aernet@aerbvi.org

Website: <http://www.aerbvi.org>

Foundation Fighting Blindness

Annual Low Vision Conference

Seeing the Light

August 22-24, 2002

Chicago, Illinois

For information, contact the FFB at

<http://www.blmdness.org/htrnl/

annual/w2002inf.html>

1 1435 Cronhill Drive

Owings Mills,MD 2 1 1 1 7-2220

Phone: (410)568-0150

Cortical Visual Impairment:

Further Pathways To Intervention

August 27-29, 2002

Braille Institute ofAmerica, Los Angeles, CA
Presenter: Dr. Chris Roman

Contact: Janie Humphries

Phone: (800) 223-1839, ext. 367

E-mail: jhumphries@aph.org



Virginia Murray Sowell Center

2002 Distinguished Lecturer Series

"Providing Quality Instruction in the

Expanded Core Curriculum"

with Dr. Phil Hatlen

Superintendent, TSBVI
& Other Guest Speakers

September 27 & 28, 2002

Texas Tech University - Lubbock
Contact: Virginia Murray Sowell Center

for Research and Education in Visual Impairment

(806) 742-2345 or (806) 742-2326 FAX
Website: <http://www.educ.ttu.edu/sowell/

VSC_Pages/Lecture/lecturerseries.html>

Closing the Gap Conference

October 17-19, 2002

The Radisson South Hotel

Bloomington, Minnesota

Contact: Sarah Anderson, Administrative Assistant

Closing The Gap, Inc.

P.O. Box 68, Henderson, MN 56044

Phone: (507) 248-3294 or FAX: (507)248-3810

E-mail: sanderson@closingthegap.com

Website: <http://www.closingthegap.com>

American Speech and Hearing

Association Annual Convention

November 15-18, 2002

New Orleans, LA
Please contactASHA for additional information.

10801 Rockville Pike, Rockville,MD 20852

Phone: (800)498-2071 or TTY: (301)897-5700

FAX: (301)571-0457

E-mail: actioncenter@asha.org

Website: <http://professional.asha.org/

events/index.cfin>

Coming in February 2003!

Texas Symposium on Deafblindness

Look for more information about this event

in the summer edition ofSEE/HEAR and

on the Statewide StafTDevelopment Calendar

for Professionals in Visual Impairment at

<http://www.tsbvi.edu/Outreach/vi.htm>.
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American Association ofthe

Deaf-Blind 2003 Conference

July 12-18, 2003

San Diego State University - San Diego, CA
Please contactAADB at

814 Thayer Ave, Ste 302, Silver Spring, MD 20910

FAX: (310) 588-8705 or TTY: (510)797-3213

E-mail: tomjill@juno.com

American Society for DeafChildren

18th Biennial Conference

July 26-30, 2003

Texas School for the Deaf, Austin, TX
This conference is scheduled for the summer of2003

in Austin, Texas. Please contactKen Silverstein, ASDC:
P.O. Box 3355, Gettysburg, PA 17325

Phone: (800) 942-2732 (Parent Hotline)

TTY: (717) 334-7922 or FAX: (717)334-7922

E-mail: asdcl@aol.com

Website: <http://deafchildren.org/>

ChildrenWho Are

Medically Complex

or Technology Dependent:

Building Relationships,

Respecting Diversity

March 3 1 , April 1 and April 2, 2003

Lowes Hotel in Philadelphia, PA
Ken-Crest Children& Family Services

3132 Midvale Avenue, Philadelphia, PA 1 9 1 29

Phone: (215) 844-4620, ext. 134

FAX: (215)844-4610

E-mail: kencrest@kencrest.org

Website: <www.kencrest.org/medfrag/conf.html>

Deafblind International Conference

August 5-10, 2003

Delta Meadowvale Hotel & Conference Centre

Mississauga, Ontario

To request more information on the conference,

and to be on the mailing list, contact Stan Munroe

Phone: (519) 372-0887 or FAX: (519)372-0312

E-mail: stan.munroe@sympatico.ca

Website: <http://www.dbiconferencecanada.com/

index2.htm>
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Welcome to SEE/HEARl
By Cyral Miller, TSBVI, Director of Outreach

We selected transitions of all kinds as a general theme for this issue because summertime is not only a time for

vacation; while school is out major changes are happening for children and their families. Students who completed

their educational studies face significant decisions on where to go next, as transition plans suddenly become actual

blueprints for life, not abstract words on triplicate forms. Many children are transitioning from elementary to middle

school or high school, and growing internally, physically and emotionally to face new challenges.

You will notice changes in SEE/HEAR as well. Starting with this issue, Kate Moss is transitioning from her role

of editor-in-chief, a position she has graced for 14 years, to become a contributing writer. Herjob with Deafblind

Welcome - continued on page 35
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A Halloween to Remember
By Honey Hastings, Student, Alpine, Texas

Editor 's note: You may remember Honey s article "The Angel in My Life "from the Spring 2002 issue. She

has sent us another great memory ofgrowing up with her brother, Chris. Honey says, "It was always hardfor

us to go anywhere with him so when we did get out of the house it was a challenge. I hope you enjoy this story

as much as I enjoyed writing it. " Honey is a senior at Sul Ross State University in Alpine, Texas. After

graduating in December of2002 with a degree in Elementary Education, she hopes to move back to Central

Texas to live and teach closer to her brother Chris.

"A California Raisin! Mom, what kind of costume is that? Why can't he be something normal, like a ghost or a

goblin, like everyone else's brother?" All mom could do was remind me that Chris, ofcourse, was not normal. He was

still blind, deaf, mentally retarded and physically handicapped, the same as the day he was bom. He did not even enjoy

Halloween nor did he appreciate being dressed up like a raisin. I would not like it either. After all I had decided to be

a princess since that is what my parents always accused me of acting like.

We left the house and loaded the car and finally took off towards the annual Halloween Party at our local civic

center. I could barely stand it; the short seven-mile drive seemed endless. I was ofcourse the first one out, when the

vehicle came to a stop. I could not be seen with a raisin for a brother. That was just too embarrassing. I thought we

should have just put wings on him and made him a bird to match his wing-like arms, but no one ever listened to me.

We walked in as a family, and no sooner had the door closed than I was off. The Haunted House ranked first on

my list, and after the skeleton was done chasing me around the room, I quickly headed off to the Apple bobbing line

where all my friends anxiously awaited their turns. I intended to get that apple. It did not matter how long it took or

how wet my clothes got. I was going to win.

After about three tries I finally got my apple. I was not the driest child around, but like all my friends I was happy

and loaded down with candy. I finally decided it was time to hunt down the rest ofmy family, and my raisin of a brother.

I did not want to, but ofcourse if I did not spend time with them while we were out, I would never get to go anywhere

again. I spotted them at a corner table, and as embarrassed as I was, I headed towards them anyway.

Chris was not happy in the chaos of brightly dressed children and parents at the center. His tight black leotard and

baggy purple clothing were becoming somewhat irritating to him, and I could tell that at any moment mom would

announce that it was time to go home. As I struggled to hold on to my treasure of candy I had accumulated, I heard a

squeal directed towards us from behind. Mom and I whirled around at almost the same moment to glimpse who was

speaking.

" Ewwww, what is he doing here?" were the words emitted from a precious seven-year-old child's mouth, which at

the moment was covered with cotton candy and what seemed to be the remnants of a chocolate bar.

I thought to myself, "Here comes the raisin ridicule."

Erica Wright, (whose name has been changed for reasons I need not mention) had the most disgusted look on her

face as she shook her head, turned up her nose, and examined Chris with concern. I was not too happy with her

reaction either. He was my raisin to pick on, and ifMom didn't say anything soon, I was going to. Mom quickly leaned

down and whispered to her, "I can't believe he is still here either."

Erica's mouth fell and her eyes grew large as she slowly asked, "Why would you say that?"

2

i



Mom was quick on her toes, and replied, "Well, you know, he is very special and we are very proud of him. What

may look like ordinary deformed arms to you, are actually his wings. He flaps them, takes off and flies around the

house all the time." Mom continued, "Why just yesterday, I had to catch him with the minnow net, just to keep him

from flying out ofthe front yard."

I remember Erica's face vividly as she ran away from us screaming "MOMMIE !" I was in tears from laughing so

hard.

It was at this time that I realized that I was not embarrassed ofmy brother because of his disabilities. I had taken

the normal sibling role and been embarrassed because of his clothing. In my mind Chris seemed normal. He was my
brother, and there was nothing anyone could say or do that could make me feel any different. But I still decided that

next year, I was going to pick out his Halloween costume.
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Transition, a Lifelong Process

By Michael Beukenkamp, Student, Amarillo, Texas

Transition is a number of different changes that go on all through out life. It can be going from one school to another.

Transition can also be getting ajob, or for someone with sight, it could be driving for the first time. I have experienced

a number of transitions in my life just like everyone else. In this article I want to tell about different transitions I have

gone through, and how they have changed my life.

The first big transition that I had to overcome in my life was losing my vision. I went from being a normal third

grader to being completely blind overnight in the summer between the third and fourth grades. When I lost my vision

it was very difficult. Icouldn'tjustgooutandridemy bike or go out and rollerblade. Ihadtorelearnhowtolive. I

had to learn how to read Braille. I also started to use the white cane. Right there, those changes effected my life so

much. I went from going to the playground and going on slides and monkey bars to thinking if I fall I will have to have

more surgery. Being so young at the time, I really wasn't exactly sure what was happening. I also knew, though, I had

things I wanted to do. I made my mind up that I would overcome blindness. I will say I really knew I was going to be

permanently blind at around age eleven. I feel that if it wasn't for all the support I had at school and at home, I would

not be at the point I am now. I think that support at a young age is very important. If I wanted to do something, I would

hear, "Yes, you can do it." Sure there were problems to overcome with different things I tried to do, but that is part of

adjusting to having a disability.

When I started learning how to use the white cane, I realized that being blind would not stop me from getting around

on my own. I remember the first time I went up and down a staircase, I knew then I could do it. It was very

intimidating knowing there was a drop-off somewhere up ahead. I remember thinking that if I use my cane I will find

it. After using my cane for a couple years, I felt comfortable traveling out oftown on my own. I went to the Texas

School for the Blind and Visually Impaired in Austin for a summer program. While I was there I learned more about

using the cane to get where I wanted to go. I also learned how to use landmarks to travel different routes to different

buildings. That was the first time I really relied on my cane. After doing that, I went to Space Camp in Huntsville,

Alabama. During that trip I traveled through Dallas/Fort Worth Airport on my own. I learned a valuable lesson about

trying to get help. I was thirteen at the time. I learned how to tell someone what I needed. The airlines are very willing

to help if they know what you need. You also have to know exactly what you want them to do. Their first idea most

ofthe time is to get you a wheelchair. When they did that, I told them I had no problem walking and showed them how
to do sighted guide. My experience has been that the majority of people are always ready to help, even if it is just to

give directions. I took a second trip to Space Camp the following year. I remember on the trip home that I was alone

atDFW again, waiting for my plane to leave. The airport closed due to severe weather. It turned out to be closed for
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eight hours. I remembermy connection being changed five times. Ijust kept asking the gate agents what was going on.

By the time I left there that day, I was on a first name basis with a lot of the employees. Itjust takes persistence to get

the help you need.

Going from middle school to high school was another learning experience. I had to carry many more books and

notebooks, and the homework tripled. There were many more tests to remember to study for. The teachers' had

higher expectations of grades and over all what you should learn in one day. I went from carrying one backpack to

carrying two, both ofthem so full they almost couldn't close. I took advanced classes in computers and math that were

not offered in middle school. Algebra became very time consuming. I knew it was all very worthwhile though. It gave

me a small taste of real life.

One ofmy goals when I became blind was to get a guide dog. The dog guide schools require you to have good

cane skills. They also require that you be sixteen years old before you apply. When I turned sixteen, I sent applications

to a few different schools. Thinking I would not be accepted while still in high school, my hopes weren't very high. The

idea of getting a dog some day was the driving force that helped me learn the cane. I was very happy on the day in

April of last year when I got a letter saying I had been accepted to the Seeing Eye in Morristown, New Jersey. A few

days later, I received a letter from Guide Dogs for the Blind in California, saying I was also accepted there. Since I

heard from Seeing Eye first, I attended there. Switching over from the cane to the dog was a challenge. When you

work a dog you take into consideration time and distance and not as much, say, cracks in the sidewalk. For example,

if I know there is a door a certain distance ahead, I do little bit ofphysics in my head. I think I am going this fast, so

I need to start thinking about turning in a certain amount of time. When you use a cane you are in charge ofwatching

out for hazards and also keeping track of where you are. When you work a dog he or she makes sure you don't run

into something. It is fifty-fifty, I give him the directions and he makes sure I get there safely. One thing I noticed since

I have used a dog is that the public is very interested. With a cane, I almost think people don't know what to do, so

they shy away. On an average day with Sporty, my dog, I probably talk to about ten different people. They all have

pretty much the same questions. I like to educate the public that blind people have lives, and that having a disability is

just a challenge that you must overcome.

Transition can be very hard, but at the same time it can be very self-gratifying. When you look back and really think

of what you did to be where you are today, it is all so important. Having a good attitude is vital to advancing into

different phases of life. The next big transition for me will be going from high school to college. I have come to the

conclusion that everything you will ever do comes back to self-advocacy. That is the key to getting the help you need,

whether you're traveling or doing homework. There is always someone ready to point you in the right direction. I will

be an 1 8 year old this summer, ready to face the world.

We Finally Made It! I

By Susie Welch, Parent, Big Spring, Texas

We never thought we'd see the day when our son, Jaceson, would graduate from high school! You work so hard

with the school to give your child a program that will be meaningful to him, and think that he will always be in school.

Then one day, "Oops!" he's graduating.

While attending the last assembly for graduating seniors, Jaceson was presented a Special Achievement Award for

being one of the most admired students. The award stated that he served not only as a role model for the students but

for the staff as well. Jaceson's lack of verbal communication didn't stand in the way with his peers. It made them not

only take an interest in him, but also accept him.

Graduation was quite a sight! When they called Jaceson's name, the entire senior class and everyone else in the
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whole auditorium gave him a standing ovation. He
walked up proudly to get his diploma with the help of Inez

Salazar, his intervener. A friend later told me, "There

wasn't a dry eye in the place." It really made us feel good

to see that our son was so well liked and accepted by the

kids. They really loved him. He acted so proud, smiling from

ear to ear! Paul, Jaceson's dad, and I never cried so hard

!

We had worried about him when he first started at Big

Spring High School, because he was the youngest child in

special education. Over the years, we were lucky to have

interveners, teachers and a school diagnostician on our

team, who helped us implement a program for Jaceson

that worked. I also know that Jaceson never would have

gone so far if the staff from Deafblind Outreach hadn't

always been there to guide and support us. Jaceson, Kris Larson (his teacher), and Inez

So if you wonder whether the struggle is worth it, I can say yes it is! Miracles do happen, and for us, Jaceson

actually graduating from high school is a miracle ! Don't think your work will be over, though, when your child is out of

school. It will start again as you enter the world of adult services. But by working together with family, friends and

adult service providers, we know that Jaceson will have many more miracles in his future.

What's Next?

By Gayla Valle, Parent, Anchorage, Alaska

Reprinted with permission from the SESA Newsletter, Spring 2002
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All parents anticipate the stages of their children's lives. We look forward to many ofthem - first words, first steps,

first day of school. Others we regard with foreboding - first tantrum, first overnight away from home, first signs of

sexual maturity. As the parent oftwo teenage sons, I didn't look forward to these things - and I wasn't prepared for

them when they happened.

My younger son, now 14, has Down syndrome. When, in sixth grade, the unmistakable signs ofpuberty became

apparent, I was surprised. I guess I thought that, with Down syndrome, walking, talking, and many other developmen-

tal tasks are delayed.. .wouldn't puberty be delayed too? Wasn't it supposed to happen later - much later? Like maybe

at age 2 1 ? It seemed so unfair, but puberty was right on schedule ! In fact, for once, he was at the head of his class, but

in a way I wasn't prepared to deal with.

How do you communicate these important realities to a kid who has next-to-no speech? How do you ensure his

safety, and the safety of others? How do you help him find a healthy and appropriate way to deal with these confusing

feelings? How do you deal with your own feelings about him growing up, becoming sexually mature, moving away

from you and into adulthood? How can you get your school to help?

Like many other challenges we have faced, you start talking to the people you know who you think can help. You

start reading. You start asking questions. You start looking at what you've done already to lead your child up to this

point - teaching about privacy, okay and not-okay touching, names for body parts. But what do you do when you find

him pouring over the lingerie ads in your pile ofcatalogs? What do you do when another child tells a teacher that your
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child has touched them in a way that makes them uncomfortable or frightened? I don't have the answers for that.
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Inclusion has been part of our lives from the very beginning. We have tried to shape our lives to include as many

normal, typical activities as possible. The benefits have been meaningful and apparent, and I wouldn't trade them for

anything. If there is something that brings joy to my child, it is being just like everyone else. But adolescence has

brought an unanticipated aspect of inclusion to the forefront. What do you do when your efforts towards inclusion

meet normally occurring sexual development? When your child and his/her typically developing peers show sexual

interest in each other in the time-honored ways that they always do?

You find out right away that while your child with a disability might be tolerated as a lab partner or in a peer-reading

project, he or she will not be welcome to take part in the sexual/social activities that are so much a part of growing up

in this culture. Inclusion has brought exposure to the same movies, games, television shows, clubs, sports, and other

typical free-time activities that children in our society enjoy. My child has not been isolated or shielded from exposure

to the sexually-stimulating messages that we send to all children, like it or not. Yet now, on the threshold of sexual

maturity in a life that contains almost exclusively non-disabled peers, it is clear that this is one door that inclusion will not

open. His attentions, his desires, his needs are not welcome. What is my child to do? What am I to do?

These are the challenges ahead for me, and perhaps for you. I have had to reshape or rethink a few beliefs about

inclusion when I look at it from this point in time. I don't have answers. I have a loving, active child who wants to be

just like everyone else, a goal I have worked hard at as I've tried to shape a good life for him. Now, I'm wondering if

it wouldn't have been better for him to be raised with different expectations - ifmore opportunities for interactions with

others with disabilities would have lead to a more welcoming environment for his social and sexual maturity. There are

no easy answers, no clear paths. I predict that this struggle that I'm experiencing is one that many others share or will

share in the future. Together, perhaps we can clarify our understanding of our children's needs and how best to meet

them. As we've heard (and said!) so many times, "They won't be little forever."

10 Tips: Talking About Sexuality with Your Child with Developmental Disabilities

Use as many pictures as you can. Photos of family or friends can be a springboard for talking about

relationships and social interactions.

Use repetition with small amounts ofinformation spaced out over time.

Make a full body chart. This is a concrete way to show where body parts are and what they do.

For more involved tasks (i.e., personal care during menstruation), try to break down the activity into

several steps. Review the steps often and provide feedback and praise.

Practice ! Provide practice situations for your child to try out their skills.

Use all available resources: visit the library, use the Internet, and access books and videos about talking

to your kids about sexuality.

Network with other parents. Share your insights and listen to theirs.

Recognize and validate your child's feelings: this is a unique opportunity to get to know them better.

Don't be afraid to say "I don't know the answer to that question," but be sure to follow up with "Let's

find out together!"

No one approach is best. As a parent, you have the opportunity to investigate, experiment, be creative

and learn from your successes and mistakes!

Reprinted with permission from Planned Parenthood of Tomkins County, Ithaca, NY <http://www.sextalk.org>



For Injured Academic Ace, Short-term Memory Serves

By Amanda Zamora, Staff Writer

Reprinted with permission from Austin American-Statesman, May 6, 2002

Audra Thomas blended seamlessly with fellow high school students teeming through the main corridor ofWelch

Hall at the University ofTexas on Saturday.

Amid the teens pacing the halls and consulting coaches, the 16-year-old appeared confident, although slightly timid,

as she emerged from a classroom after taking a test on current events at the state University Interscholastic League

academic meet.
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Despite blindness and brain damage, Thomas was one ofmore than 3,000 teenagers from across the state compet-

ing Saturday in events that included one-act plays and academic contests. She was the only student from Celina High

School, a small school north of Dallas.

Thomas said she was really unsure of a couple of answers on her hour long exam, which consisted of40 multiple-

choice questions and an essay.

What she didn't volunteer is that she is a current events guru—and last year's state champion. She didn't make a

fuss, either, over the fact that she is blind and has significant memory problems.

Toward the end of her fifth-grade year, Thomas was swinging on the playground at her school. When her swing

broke, she hit the back of her head so hard that she suffered brain damage and gradually forgot everything. She

couldn't remember her favorite food or childhood toy. She had problems keeping her balance when she tried to walk.

And while the fall didn't damage her eyes, it injured the part of her brain that processes images. To take the UIL test,

she had to have the questions read to her.

Thomas was diagnosed with cortical visual impairment, and today she can only keep about a month's worth of

information in her head. Surgery on her ears fixed a balance problem, but her vision remains distorted and her

childhood memories locked away.

"Sometimes when people are talking about their favorite TV show or cereal from when they were kids, I don't

really know that stuff," Thomas said. "I go on what my family tells me."

But Thomas' short-term memory has risen to help compensate for the loss of her long-term recall, allowing her

success in the current events competition. She taps the television and Internet for news. Her favorite broadcast is

PBS's News-Hour with Jim Lehrer, and she cruises The New York Times and The Washington Post online with her

laptop, which is formatted to read text aloud.

"I pay attention to news, and I love school and learning and the whole thing," Thomas said.

"I guess some people just don't think it's important to them, and they don't have a connection to the news,"

Thomas said. "When they think ofnews, they think ofcrime or horrible things happening, things that don't affect them.

But really, they do."

Bobby Hawthorne, the UIL's director of academic programs, put together the test for Thomas' event.

'This is a very rigorous contest," Hawthorne said. "Students have to do a tremendous amount ofreading ofnews-

papers, magazines and Web sites.



"For her to be able to keep up with that amount of information when people who are fully (able to see) can't do it,

it's amazing."

"A lot of kids find reasons why they can't do something, Hawthorne said. "When you meet someone like Audra,

she shows you that anything 's possible, even under the most difficult conditions."

Thomas said she feels embarrassed sometimes by the praise and attention she gets from people such as Hawthorne.

But her biggest frustration is people underestimating her abilities.

To her UIL coordinator, a computer literacy teacher at Celina, Thomas is phenomenal.

"I'm amazed," Sherry Huddleston said. "She teaches me constantly - for her to have that three-week memory and

still keep all of those current issues in her head."

The night before competing Saturday, she read U.S. News and World Report's week-in-reviews to refresh her

memory.

This time, however, Thomas didn't win the event. She placed fifth. It was hard not to be a little disappointed, but

she'll compete again next spring, and she is determined to bring more of her classmates to the competition next year.

"She's got goals," hermom said.

Effective Practices in Early Intervention

Planning Transitions to Preschool

By Lavada Minor

Reprinted with permission from: D. Chen, Effective Practices in Early Intervention

A transition is a change from one service or program to another. Families of infants and toddlers with dual sensory

impairments (vision and hearing), including multiple disabilities, are likely to experience more transitions than families of

other children. One major transition families of toddlers with disabilities face is moving from home or center-based to

preschool programs. This change involves not only different settings such as regular or special preschool programs,

but also changes from the Individual Family Service Plan (IFSP) to the Individualized Education Plan (IEP), and from

family focused to child focused services. This chapter will discuss important considerations when transitioning toddlers

with dual sensory impairments and other multiple disabilities from home and center-based infant programs to preschool

programs.

Federal law requires a formal and planned transition process for toddlers with disabilities. Part H of the Individuals

with Disabilities Education Amendment (IDEA) of 1986 (PL.99- 1 57) requires that children with disabilities from birth

to three receive early intervention services to address their special needs. It also mandates the development of an

Individual Family Service Plan (IFSP) for families and their children with disabilities. The IFSP is a formal document

which states the child's current level of development, goals, outcomes, needs, as well as the strengths and needs of

family (Coleman, 1993). Developing the IFSP consists of input from the family as they identify their concerns, priori-

ties, and resources. Transition steps to special education preschool services should be included in the IFSP when

appropriate.

Although planned transitions to preschools are required by federal laws, special planning is needed to assist parents

during this process. Transitions may occur for reasons other than the child's age, these may include the child's devel-
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opmental needs, a newly identified diagnosis or family relocation. Transition to preschool may occur when families are

facing other stressful events related to their child's multiple disabilities or their daily lives.

Eric is a 28 month old little boy who was born with cortical visual impairment. At 24 months of age, his

parents informed their new early interventionist that their son did not seem to respond to speech. The early

interventionist and the parents made careful observations of Eric's responses to voices and toy sounds. His

lack of response supported the early interventionist's recommendation for an audiological evaluation. Eric

was later diagnosed by an audiologist with a severe bi-lateral hearing loss. He wasfitted with hisfirst pair of

hearing aids by the time he was 33 months. At the same time, Eric 's maternal grandmother passed away.

When Eric turned three years old, he started a center based program for preschoolers with hearing impair-

ments and other disabilities. His program receives consultant servicesfrom a teacher certified in the area of

visual impairments. His early interventionist no longer visits his home and he rides to the center on the school

bus. Eric's mother welcomed the idea ofhim attending a center-based program three days a week. However,

encountering a new diagnosis, changing ofservices, and managing the wearing of his hearing aids in a short

period of time was very stressfulfor her.

Transitioning to new programs may change the types of services the family receives and the level of parent involve-

ment. During home visits with their early interventionist, parents have opportunities to observe and participate in the

services provided to their child. Parents also benefit from ongoing communication with their service provider which

may support the development of close and trusting relationships. These relationships may end when the child transi-

tions to a preschool program because special education services are usually provided outside of the home.
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Transition brings a whole new set of roles and responsibilities from the initial stages ofplanning until the child is

actually enrolled and attending the new program. Ample time is required in order to provide a smooth and successful

transition from one program to another. The transition process should begin at least six months before the actual

transition date to allow the school district or other receiving agencies sufficient time to prepare for a child with a low

incidence disability and other unique learning needs. Practical considerations, as well as state or agency policies, may

dictate transition timelines. The best time to start the transition process should be determined by the individual child's

needs and family's situations.

o

A carefully planned transition is important to the family, child, and service providers because: 1 ) it will prevent

interruptions in services; 2) it will provide parents with an opportunity to participate as equal partners in the transition

process; 3) it will facilitate the adjustment of the child and family to the new program; and 4) it will eliminate the

duplication of tests and planning meetings when the child is receiving multiple services (Conn-Powers, Ross-Allen,

Holburn, 1990). Planning a transition takes time, communication, patience, and sensitivity to the needs and emotions

ofthe family and their child. Planning in advance will minimize the stress caused by changes the family will experience,

reduce fears of the unknown, help families to build new relationships with staff and become involved in the new

program, support the child during the transition process and help him or her adapt to the new environment (Smith, 1 993).

STAGES IN THE TRANSITION PROCESS

The initial stages ofthe transition process should include five major steps: 1 ) developing a planning team; 2) setting

goals and identifying problems; 3) defining roles; 4) developing a written transition planning procedure (Conn-Powers,

Ross-Allen, & Holburn, 1990); and 5) following-up and evaluation of the child's adaptation to the new program and

the transition process (Smith, 1993).

DEVELOPING A PLANNING TEAM

Developing a planning team is one of the most crucial components of a carefully planned transition. Toddlers who
have visual and hearing impairments with other disabilities require services from many specialists. This may complicate



the organization of a planning team. Team members may consist ofthe parent, friends, relatives, a representative from

the receiving school district, current service providers such as the occupational therapist, physical therapist, orientation

and mobility specialist, members from the State Deaf Blind Project, a teacher certified in the area of deaf and hard of

hearing and a teacher certified in the area of vision impairment.

The initial planning meetings may not include a representative from the receiving school if one has not yet been

identified. There will be many issues to discuss about the child's skills, developmental needs, eligibility criteria and the

type ofprograms to consider (i.e. inclusive setting, special day classroom& day class). Establishing a planning team

provides opportunities for everyone involved with the child to express their concerns and opinions on transition needs

or potential concerns. The most optimal setting for the child must be based on his or her individual needs.

When children with multiple disabilities and dual sensory impairments are placed in inclusive settings, there must be

adequate supports in order for the child to be successful. For example, preschoolers with low vision and hearing loss

will need learning environments which are well structured and consistent so that they will know what to expect from

their classroom and its routine. Environmental adaptations may include providing color contrast at meal time (i.e., red

Jell-O served in a white or yellow dish), shelves and materials labeled in Braille, or placing the child closer to the

teacher as she reads the group a story.

Some questions that the team should address at this point may be:

How long will the child remain in his current program?

When are the services to be terminated and started somewhere else?

What are the family's preferences for future services?

Is there another family with a similar child who can share their transition experience to preschool with the

current family?

When will the changes take place? (Smith, 1993)

SETTING GOALS AND IDENTIFYING CHALLENGES

Once the team has been established and the child's current abilities and needs have been identified, the group can

begin to develop goals and identify possible challenges and solutions. Problems may arise because of the different

types ofdemands that may be placed on the child and family such as location, transportation, and increased class size.

Families may select a program which may not have staffmembers trained to work with children with multiple disabili-

ties. Families moving from a home-based program to a center based program will be confronted with a different

structure, curriculum, activities, and other children with varying disabilities or non-disabled peers. Parents may have

questions about the philosophy or the practices of the new program, hours of the new program's operation, transpor-

tation safety, differences in the needs of other children in the program, and the teacher's ability to use their child's

equipment safely (Rains, Rosenkoetter, & Fowler, 1991 ; Smith, 1993).

Staff members from the sending program may also have concerns such as the adjustment of the child and family,

continuity of services, and the child's ability to handle the demands of the new setting (Smith, 1993). Different ap-

proaches can be taken to help prepare the family, child and receiving agency for the transition. Each team member has

a role to play in a carefully planned transition.

THE ROLE OF THE SENDING PROGRAM
The sending program will play a vital role in preparing the family for the transition because ofan established relation-

ship with the child and family. The sending program can also discuss with parents how their participation in the future

10



program may differ from their current program. Preschool settings are usually more structured and child-focused than

early intervention programs. The team can discuss the differences in the new program and suggest ways the parent can

remain involved. Information for parents should include:

Gathering information

Information about the new program (i.e., contact person, telephone numbers, and population of children

attending the program)

Copies of recent reports and evaluations

Information about services available to children who are dual sensory impaired. Parents have many ques-

tions such as:

- What kinds of specialized services will the child receive at the new program?

- How frequently will the services be available to the child?

- Will the services be provided directly through center staff or through consultation?

- Will the services be provided within the classroom setting or in pull out programs?

Classroom environment

Information about the new program's ability and willingness to include the child in a typical preschool program.

Some questions to consider are:

Does the program have special materials that the child might need?

Is the program flexible and willing to make important adaptations to include the new child and meet his/her

visual and auditory needs?

How much extra help is available in the classroom?

What is the teacher/child ratio?

Becoming involved

Strategies to facilitate parental involvement, i.e., researching appropriate settings in the community, introduc-

ing their child to peers, volunteering at different times of the routine (recess, class time, and special activities)

Strategies to maintain regular communication with the teacher i.e., communication book, telephone calls,

message boards, and notes sent in the child's backpack
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The sending program should also share relevant information about the child with the receiving agency in order to

assist with the family's transition to the new program.

Suggested information and materials for the receiving agency should include

A contact person and telephone number from the sending agency to maintain contact and provide assistance

as needed

Information about the child that will help the new program understand the child's previous services and his

ways ofcommunicating and interacting with his environment. This information may include the following:

- Background information

- Medical history

- Formal evaluations/assessment results
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- Previous IFSP

- Individual programming needs

- Specialized equipment needs, including all forms of assistive technology

- Video tapes or photos to demonstrate details about specific strategies, how the child communicates with

others, positions for play, table activities or meal times; use of adaptive equipment such as wheelchairs

or braces, and orientation and mobility lessons; or the child's use of special equipment

- Communication systems used with the child in his previous settings

- Adaptations and supports provided to support the child's play (i.e., materials used to keep toys within

the child's reach, adaptive utensils)

PREPARING THE CHILD

The parent and early interventionist from the sending agency should visit the proposed classroom, meet with the

receiving teacher and inquire about the curriculum, routine, and activities. If the receiving teacher is not designated, the

sending teacher could visit the program, review the curriculum, and observe activities taking place. This will provide

some information about the types of expectations and skills that should be focused on in the current program to help the

child participate in the new program.

The demands placed on the child will depend on his abilities and the expectation of the new program. Children

moving from an infant program to a preschool program will be expected to participate actively as they become familiar

with the new environment and its routine. These expectations may be particularly challenging for those children with

dual sensory impairment.

Another change that may be particularly challenging for the child and the family is the expectation for the child to

travel alone to school and attend class without family members. New encounters with peers, unknown adults, and

different environmental feedback may be overwhelming for some preschool children when they are away from the

family. Many of these stressors can be addressed in advance to help the child become familiar with his new experi-

ences and environments. For example, an object such as a new stuffed animal backpack could be used to indicate to

the child that he will be going to his new school. He will wear the backpack when the early interventionist and parent

visits the new program with the child if appropriate. The child could be introduced to the classroom by the orientation

and mobility (O&M) instructor while the other children are outdoors. This strategy would reduce environmental noises

so that the child could make the most of his visual and auditory abilities. The child could be shown where his backpack

will be kept and placed there during his first visit. TheO&M instructor could next introduce the child to the playground

and to the other children. Later they can all return indoors as a group.

The backpack may be used as an object cue in the calendar box (at home or infant program) to signify when the

child will be going to preschool. Other objects that may be used to prepare the child for the transition include:

providing the child with a familiar object from home such as a toy; a cassette recording of familiar music, environmental

sounds or voices of family members; or a family member's personal belonging such as a piece ofclothing. Objects and

materials from the new program could possibly be used in the home.

THE ROLE OF THE PARENT

Parents will respond differently according to the needs of their family. It is not uncommon for parents to express

excitement about their new found personal time. However, they may also experience feelings of guilt. In some families,

changes may be difficult as they consider issues such as transportation, their child's specialized equipment, or compli-

cations around feeding or breathing needs (Hains et al. 1 99 1 ). Aside from these concerns, parents must also face the

responsibility of selecting the most appropriate program for their child, negotiating a new schedule, finding new ser-

vices, educating personnel about their child's special needs, and preparing their child and family for the change (Hains

et al. 1988). Transitions may bring about additional changes that may include the following: the use of an orthopedic
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walker, adaptive mobility devices, braces, FM systems, special education buses arriving at their home, new terminol-

ogy for the parent, new service providers and a multitude of other changes. While transitions cannot be eliminated,

parents can be better prepared through collaboration with and support from the planning team.

Some ways parents may help prepare the child

Visiting the new program with their child

Arranging visits to the new program with the early interventionist; helping the child become familiar with the

new teachers, classroom and the school

Arranging after-school activities or visits with children from the new program

Riding on the bus to the new school with their child (Hains, Fowler, & Chandler, 1988)

THE ROLE OF THE RECEIVING PROGRAM

The receiving program and staffmembers may be anxious when a child with multiple disabilities transitions into their

setting. Their experiences may be limited to non-disabled children or children with mild disabilities. The environment,

staff, volunteers, and children will be prepared for the new child if the transition is planned carefully (Smith, 1993).

Some suggestions for the receiving program are:

Make arrangements to meet the family and child before the child begins

Identify parent's concerns and plan together for the change

Provide pictures, brochures, tours, time for observation for the family or previous service providers

Identify physical barriers that may impede the child's access

Conduct environmental analysis to determine modifications for children with visual and hearing needs

Identify and supply special materials and equipment needed (adaptive seating, eating utensils, colorful and

musical toys, trikes)

Arrange the classroom environment so that children feel safe to explore and socialize

Adapt the environment to reduce the noise level by using shelves as dividers, chair tips to reduce the noise

ofmoving chairs, adding carpet to bare floors and using foam place mats for hammering or construction

activities

Provide appropriate lighting throughout classroom

Prepare volunteers, parents and classmates about the new student (i.e. pictures, introducing new equipment

before the child arrives)

Provide the staff information about the child's specific diagnosis and needs

Obtain strategies used in previous program

Clearly define the role of aides and para-professionals as they assist with the child

Provide in-service training and information on young children with dual sensory impairment

Provide support to classroom stafffrom specialized consultants

Access technical assistance from the State Deaf-Blind Services

Project for consultation as needed

Evaluate the child's adaptation to the new program and participation in classroom activities
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DEVELOPING WRITTEN TRANSITION PLANNING PROCEDURES

Once the challenge and goals have been identified, the team is ready to assign responsibilities to its members.

Specific activities, strategies, and responsibilities must be agreed upon with time lines established in writing. Written

transition planning procedures help to keep the group focused and on task. Each member has responsibilities identified

in writing and everyone knows what is expected. A written plan also provides a more simplified understanding ofthe

program's transition procedures and policies. In cases where a team member will no longer be available, the written

plan will assist in maintaining continuity and limiting disruptions. Through developing its own transition plan, the team

will be able to identify its unique needs and concerns (Conn-Powers et al., 1990).

FOLLOW-UPAND EVALUATION

The final step in the transition process is to follow up on the family's and child's adjustments to their new program

and to evaluate the process. This can be planned during the final IFSP meeting before the transfer occurs. However,

funding realities may limit follow up activities. Some questions to consider are:

How is the child adjusting to the new program?

How does the family feel about the new program? Is it a good match?

Are there any problems with which the family needs additional help?

Does the receiving teacher need additional information and training?

Does the program need more consultation or direct services from someone trained with children with dual

sensory impairment such as the State Deaf-Blind Services?

Are transition goals being met?

Follow-up procedures allow for an evaluation of the effectiveness of the transition process. Was the planned

transition effective? What was the impact on the child? Which things worked well and which ones needed improve-

ment? This feedback can be useful in future transition plans for the family's next change and the professionals' future

participation in the transition process. Parents should also be encouraged to visit the new program after their child has

enrolled to provide feedback and assist with the child's adjustment. Providing these parents with adequate support,

information, and guidance will help them deal with the challenges associated with transitioning children with dual sen-

sory impairment and multiple disabilities into preschool programs.

Transitioning from early intervention programs to preschool programs involves many changes that are stressful and

confusing for families. Planning transitions carefully is necessary to provide everyone involved in the transition process

adequate time to share information, obtain special materials and equipment, learn new skills, and become familiar with

the unfamiliar.
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Tips for Classroom Teachers

With a Visually impaired Student

By Emily Biggers, Teacher, Birdville Independent School District

Dear Teacher,

You are going to have a visually impaired child in your regular classroom? Have you cried or screamed yet? Have

you found yourselfthinking I don't know if I can do this? I was there, too, just two years ago. I had little training in any

type of special education, knew nothing about the blind, and truly had never considered learning anything about the

blind. What a blessing I would have missed had I not been given the opportunity to teach a visually impaired student

named Laurel. I was stretched professionally and personally. I learned and grew in ways I did not know were

possible. I messed up a lot. I got frustrated a lot at first but then it began to feel natural, and easier. Be patient with

yourself. Realize that this is a new challenge, but such an exciting one ! Here are a few of the things 1 learned that I

would like to share with you... when you find the time to read this lengthy letter!

Remember that this child is just a child. A child with some special needs which will take time for you to understand

and to meet. A child who will help you to learn about his or her special needs. A child who might laugh louder and sillier

than the best class clown you can imagine. A child who might be especially reserved. A child who will have a

personality, fears, and strengths. Just like every other child you have ever taught. A child who may get in trouble just

as often as the others. Perhaps even more at times... because of frustration or lack of visual stimulation or even for a

reason you can't put your finger on. A child who might be exceptionally well-behaved, so much so that you almost

rejoice when he begins to come out of his shell and talk with peers more. In either case, or somewhere in between, this

child is still just that. A child. Blind? Yes. But still, just a little kid who wants his teacher to like him and wants to please

you. Be gentle. Be understanding. Be firm. Be real.

Your visually impaired child will not see the way you see, but let me assure you that he or she will see. You will be

amazed at the way this child views the world. You will learn to slip things into his hands so that he might "see" the rock

or the coin or even the caterpillar with his fingers. Those will be hands you'll never forget, hands that reach out to know

life as the sighted world says it is. Hands that appreciate soft and smooth, rough and prickly as only the blind can.

Hands that one day shyly sneak to touch the bracelet on your arm or the plastic clip in your hair. Hands that will

produce, in time, a magical language all their own. A language ofraised dots which will open doors for this child. Doors

like reading and writing, and perhaps college or even graduate school one day. Braille will become a regular part of

your classroom. Embrace it. All ofyour students will enjoy learning a little bit about it. Teach them to value learning

differences rather than fear them. Treat the braille writer and the other VI equipment with no more special attention than

you treat pencils or computers. They are tools.
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This child who will enter your room with a cane, and whose eyes may not look just like your eyes, and whose

materials will have to be different, needs you. She does not need you to baby her, or to do everything for her. She

especially does not need you to point out her differences to the class on a regular basis by offering her a special

invitation to do things or an extra chance before you sign her behavior sheet...because she's blind. She does need you

to train your class to be helpers when she asks for help, or when help is appropriate. She needs you to model for her

peers the ways in which she should be treated. She needs it to be O. K. to be blind in a classroom full of sighted

students, because this child will live in a world full of sighted people for a lifetime... and that lifetime cannot wait to start

until after she leaves your class.

Having a visually impaired student will challenge you to anew level as a teacher. You will "tell" pictures, or get your

sighted students to help you. You will say more as you point to objects. You will verbalize more. When you hold up a

picture or make a gesture or write words on the board, your VI child will sit waiting until you take the time to say it. Say

everything! It only takes a little more effort, and soon it will be second nature.

Don't be afraid of using sighted words with the unsighted. For example:

"See ya tomorrow"

"Look at this!"

"Did you see Star Wars?"

"Who watched the landing of the space shuttle on TV?"

Your blind child will use these words, too. Remember that these types ofphrases are just our cultural "lingo." Your VI

student will not take you literally when you ask ifhe saw the special about polar bears on the Discovery channel. You

both know he didn't "see" it, but be ready for an earful if his TV was on during the show about polar bears.

I am certain thatjust as all regular ed students are different from one another, all VI students are not the same. Your

student will be different in many ways frommy VI student. I hope, however, that some of the ideas I have included here

will put your mind and your heart at ease. You will probably feel stressed at times. That is a great sign! That means that

you are an effective teacher who cares about children, who seeks to be the best teacher you can be, and who truly

desires that this special needs student be successful in your regular ed classroom.

Lean on the VI team. They are highly trained. They are supportive and understanding. They know that this assign-

ment is not your every-day assignment. They know also that blind children learn best alongside their peers. They are

excited that the VI child is able to be in your classroom. Ask the VI specialists questions. Jot them down during the day

and stick them in their mailbox. Make them your teammates. They will be so much help for you! Never worry that they

are there to analyze your teaching or your handwriting or your organization. They are there to make learning possible

for that child in your class who needs an extra pair ofeyes watching out for them, teaching them things we do not know

as regular educators. Along the way, they will teach you many things. Don't even try to learn everything at once. And
if they start to overwhelm you, just tell them that you are getting overwhelmed. They will do everything they can to

decrease your stress! Be courteous with them. Realize that their caseloads are high and that they are not able to be in

all places at one time.

May you take a deep breath. May you whisper a prayer. May you look forward to meeting and teaching a very

special child with some very special needs. The rewards will be like none other you have known. May you have a

wonderful year!

Sincerely,

Emily Biggers
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Teaching the Visually Impaired - My Way!
By Elsie Rao, VI Teacher, Tyler Independent School District

(Elsie Rao, TAER Teacher of the Yearfor 2002, was interviewed by a TV station in Tyler, Texas when she

retired this spring after seventeen years as a Teacher ofthe Visually Impaired in Tyler. The broadcaster had no

experience with visually impaired students. Elsie wrote thefollowing essay to provide a perspective on why she

chose this career and continued in itfor so many years.)

Ifpeople remember one thing from this essay, it should be that blind and visually impaired people can learn to do

almost anything, except maybe fly an airplane. I start telling my students this when they are very young and I repeat it

over and over again until they start to share this idea with their classmates and friends, until I see them believing it as well.

I try to empower them with a sense ofconfidence and self-esteem which is critical for all. It is especially hard to do

if the people around them do too much for them. When this happens, it teaches them that they are too "handicapped" m
to learn to do things for themselves. This subtle message can ruin a child. I understand that there are times when we all

JJQ

need help, and so it is with these students. Theyjust don't need help all the time. So myjob involves teaching the visually Q
impaired students, as well as teaching others how to teach them. Simply put, I am more thanjust a Braille teacher. Q

sAuthorities say that 80% ofwhat a baby learns is gained through the use of vision. That is an awesome figure when

you start trying to teach a child who has little or no vision. Ifyou can keep that percentage in mind, it makes you realize

just how many concepts a visually impaired child must learn before starting to master academics. These children do not

learn incidentally like everyone else, so their education must include a wide variety of skills, including academics,

technology, self-advocacy, career planning, and social skills. As a VI teacher, I must constantly maintain a perspective S
ofwhat the normal kids are learning and doing so I know what skills need to be taught to the VI student. While this

sounds so simple, I know from experience that this requires constant evaluation of students' current levels of function-

ing, and is the most difficult part ofmy job. Generally, these students don't master a concept or skill in one sitting, so I

must re-teach the lesson until it is mastered. Since I only work with each student a few hours a week, I have to maximize

each second ofevery lesson. I create a learning environment that is challenging and difficult, andmy students love it.

One ofmy first requirements when working with a student is to know their individual learning style or how that

student learns. This includes everything from classroom design to teaching techniques. What motivates the child to

learn? What does the child already know? What do they enjoy and what is a reward? All of these are simple questions,

with complex answers. At the beginning of school it usually takes me about 6 weeks to get to the point where I feel that

my lessons are maximizing learning. Then I am on a mission, like a woman at the mall with a purse full ofmoney

!

All the information I teach must be based on prior knowledge the student has already mastered. That is why a child

with a visual impairment receives teaching instruction as soon as the impairment is discovered. Blind babies do not

know how to play with toys, respond to their mothers, hold their head up, sit up, eat, and explore their environment.

They begin their lives in isolation. They must learn to respond to their families and their environment before the academ-

ics can begin. There is a network of parents, teachers and specialists who work together to try to teach some of that

80% that is lost to blindness.

The early school years are the ones I enjoy the most. I love teaching blind students basic concepts like shapes,

textures, differences, and learning to take in information through the use of touch. Next comes the beginning Braille

skills, and this can take several years. A blind child has never seen print, or advertisements, nor do they necessarily

understand that stories come from a system of letters and words. All of these have to be taught in a sequential manner

so that they learn how to ( 1) learn about the world they live in, and (2) how to master the arts of reading, math, and

language. While this is a laborious task, it is also the most fun to me, because I get to teach them lots of fun skills like
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jumping rope, roller skating, and making friends. Working with this age group lets me do what I do best, talk. I love the

challenge of figuring out a way to teach the concept in a way that makes sense to the child. So teaching Braille isjust the

tip ofthe iceberg in the education ofa child that is visually impaired.

I have been working in Tyler for 1 7 years, and often I work with the same student for several years. I have to push

myself to maintain that perspective I mentioned earlier. I have to design an educational program that helps them be on

level academically and socially. I think it is very important to teach these kids to have goals, and to plan for an exciting

life ! I tell them that everyone I know has work to do, either at home or at an office. Then I help them realize that the

difference between a person who makes $20 an hour and one who makes $5 dollars an hour is based on how much

they have learned and the skills they have mastered.

THE BOTTOM LINE

I love to teach and I hope it shows. It is so exciting to watch kids learn. People often ask me if my work is

rewarding. I guess it is, but I never think of the impact it has on me. I focus on the job, and thejob is never finished.

There is always something else to learn, another skill to master, or another book to read. A personal goal ofmine is to

learn as much as I can for as long as I can, and I had to experience some very difficult lessons to come to that

realization. As a result, I try to instill the love of learning in my students.

I do not pity or feel sorry for these children. My job is to teach them to be successful, independent, and happy

individuals. My job is to work myself out of ajob. So I begin working many hours a week with young children and

work backwards from there. I am currently working with a student in the fourth grade who is mainstreamed all day.

When she was little I spent ten to fifteen hours a week with her. Today I see her for about three hours and some of that

time is after school. I only go into her classroom to introduce new Braille signs or difficult concepts, teach her to

advocate for herselfby working with the classroom teacher or her peers, and show her how to work smart instead of

just hard.

The children I have taught have given more to me than I have to them. They share theirjoys and their lives with me.

They accept me for who I am because I do the same for them. I admire their personal strength and determination to live

and make the most of each day. They have had to work so hard to get to where they are today and my job is to help

them continue to learn new skills so they can succeed the rest of their lives.

They must have goals, and they must write them down. No one makes a successful, longjourney without a Map!

Their map is the goals they set for themselves. I amjust the facilitator.

TISD (Tyler Independent School District) is an exemplary district. There are many outstanding people who work in

this district with whom I have had the pleasure ofworking. First of all, nothing would be possible for these children if it

were not for the commitment of the Director of Special Education. She makes things happen for these children and has

gone above and beyond her duty by making sure these students receive the specialized instruction they need. She

works with us and helps to design a comprehensive educational program that has continuity. Administrative support is

vital. Then there are all the hundreds of others it has been my pleasure to work with. I am not just referring to the

excellent teaching staff. I am also talking about the numerous support staffpeople who help these kids by ordering their

special materials, get them through lunch lines with grace and dignity, help me move mountains of Braille volumes

around big campuses, and make sure that the campuses are safe for them to travel. I am grateful to all ofthem, from the

superintendent to the custodians, for the part they play in helping to educate a visually impaired child.

Special education is not a watered down curriculum designed to educate the handicapped. Special education is

many special people who help special children become productive adults.



Assistive Technology After Public School

By Diane Yoder, Transition Consultant, Texas Commission for the Blind

Transition from public school to adult life can be an exciting and challenging time for students with blindness or visual

impairments and other disabilities. It's a time ofcelebration of accomplishments, but it's also a time when young adults

with disabilities put into action all ofthe transition plans made while in high school. Students with visual impairments and

blindness who have computers, note takers and other equipment and software provided by their school district must

return the equipment when they are no longer in school. School districts have the option of allowing the families to

purchase the equipment (usually this is done by a district which does not have a student with similar needs who might

use it), but they are under no obligation to do so. The Texas School for the Blind and Visually Impaired has a statewide

technology loan program through the Outreach Program, but like school districts, driven by IDEA regulations and

funding, the program cannot loan equipment to blind and visually impaired students who have graduated or aged out of

school.

One resource option for blind and visually impaired youth after graduation is accessing services offered through the W
vocational rehabilitation program, and in Texas, this is the Texas Commission for the Blind (TCB). If a student has an Q
impediment to employment, is in need of rehabilitation services, and meets the eligibility criteria for blindness or visual (^

impairment, they may be eligible to receive services. Transition services through TCB assist students in planning for and

accessing vocational training and ultimately employment. If a student is eligible for vocational rehabilitation services, he

or she works in partnership with a counselor at TCB to develop vocational goals based on interests, preferences and

values. Together they map out the steps it takes to achieve that vocational goal.

s

Special Education rules specify that the Individualized Transition Plan (ITP) must be written by age 1 6, and that ^
transition services be discussed earlier in the student's education in order to begin thinking of the long term post-

secondary goals for training and employment. Students can apply for transition services through TCB as early as 1

3

years of age.

Technology is one ofmany resources provided to assist students in reaching their goals. Often technology is needed

to access post-secondary training and employment. If it is determined that technology is needed, the TCB counselor

and student work closely with the Employment Assistant Specialist assigned to their area. This team identifies the tasks

required, other resources available, and technological needs ofeach student participating in post-secondary training.

The focus of these services is to support students in their efforts towards reaching their vocational goals. Progress and

needs are evaluated annually by the student and the TCB counselor to determine if there are other areas to consider in

reaching the long-term goal ofemployment.

Students who are blind, attend a public college, and live in Texas can have their college tuition waived. TCB
provides support for college that includes, but is not limited to books, equipment, supplies and reader services. Col-

leges and universities also provide access to the educational environment through their Disabled Students Services

offices. It is recommended that a student research what resources are available at the colleges he or she is considering.

Services vary widely. Some colleges offer notetakers, readers, assistive technology labs, and test taking options.

Young blind and visually impaired adults must make choices based on the knowledge that the availability of assistive

technology varies widely. The college or university they wish to attend may not provide the accessibility options to

which they are accustomed. This is an opportunity for young people to develop their self-determination skills and

investigate their options when making a decision about post-secondary training.

The transition from school to work requires information, resources, and support. The Texas Commission for the

Blind Transition program offers a multitude of resources, including technology training and support, to empower blind

and visually impaired youth to participate in adult life successfully.
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Accessible Books

By Holly Cooper, Technology Consultant, TSBVI Outreach -\

A couple of issues back, I wrote an article on electronic books, mainly focusing on books that are intended for mass

market use, and can be modified to be made accessible for blind and visually impaired users. For this issue, I was

asked to write about etext, or electronic text. Many schools and other agencies which transcribe books for blind and

visually impaired readers wish to share the books so transcribers won't waste time duplicating each other's efforts.

There are several organizations that maintain databases ofelectronic files ofbooks for blind and print disabled readers.

Because of the copyright laws, files are in formats only accessible with braille translation software, or users must

document that they have a visual impairment (or other print disability), and complete a form tojoin the group ofusers.

Some organizations require a fee to join. Some only provide files by shipping hard copy such as floppy disks orCD
ROM's, but most allow users to download files through the internet directly into computers.

FILE FORMATS

There are a variety of electronic formats, as those of you who access books for blind students know. For a more

complete discussion of various file types, see APH's Louis at http://www.aph.org/louis/reposext.htm . In Texas we

hear about some books in ASCII format because textbook publishers are required to submit books in this format. Do
not assume that ASCII files will be accessible to you. While ASCII technically means plain text, such files may contain

formatting characters that make the file unreadable; sometimes this formatting is for braille. ASCII braille files usually

have the file extension .brf. In order to read these files, your computer must have braille translation software, such as

Duxbury or Megadots. Some sites have electronic braille files in .brl and .bfm, which also must be accessed in this way.

Other sites have books in plain text, or .txt. These do not require Braille translation software to read. They can

simply be loaded into a computer and read with screen reading software such as JAWS. Both the braille files and plain

text files can also be loaded into a notetaker such as Braille Lite or BrailleNote and read using voice output or

refreshable braille. Computers with braille translation software can provide voice, hard copy or refreshable braille

output using these files. Ifyou have files in braille formats, the braille translators can also reverse the translation and

convert them to print. These can then be saved as plain text and used on computers that have screen reading or

magnification software without braille translation.

Some sites have audio books stored in electronic format. The new standard format for audio books is DAISY, for

Digital Accessible Information System. These books are stored on CD ROMs and played with a special player. They

can also be accessed with a computer, but require special reading software, available free with membership in

Bookshare.org.

SOURCES OF ELECTRONIC TEXTS AND RECORDINGS

Accessible Book Collection

http://www.accessiblebookcollection.org/

$49.95 per year membership fee, and documentation of disability

These books are in html format, and accessed using your web browser.

Bookshare.org

http://www.bookshare.org

$25 sign up fee and $50 annual fee, individual membership; $200 dollars a year, organizational membership

Copyrighted books are in .brf and DAISY format; uncopyrighted material may also be available in text or html.
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Braille.org

International Electronic Braille Book Library

http://www.braille.org/braille_books/

Braille.org does not require a password or membership fee.

These files are in .brf format, and can be read on-line or by loading them in to devices such as Braille notetakers.

You can download individual parts of a book, an individual book, or an entire collection of books by a specific

author simply by selecting the appropriate links on the specified pages.

Louis

http://www.aph.org/louis.htm

American Printing House for the Blind (APH) has long provided braille and large print books. Some of their

books are also available as electronic files. Users must set up an account with APH. Quota funds can be used to

pay for items. Because files are donated from a variety of sources, there are several different formats used.

Daisy Consortium

http://www.daisy.org/

DAISY, digital talking books consortium

Recording for the Blind and Dyslexic

http://www.rfbd.org/index.htm

DAISY formatted books

$75 membership fee and documentation ofdisability for individuals. Agency memberships available; RFB&D
is a leading supplier of taped textbooks in public schools.

TSBVI Downloadable Braille Materials

http://www.tsbvi.edu/braille/index.htm

The TSBVI website requires a password to access files, users must have a disability or be working for an

agency providing services to people with disabilities. Books are in several formats including .meg extension for

Megadots, .asc and .brf files.

Web Braille

National Library Service for the Blind and Physically Handicapped (NLS)

http://www.loc.gov/nls/reference/factsheets/webbraille.html

To use this service you must apply, document disability and be a resident of the US or US citizen living outside

the country.
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Brain Injury and Associated Vision and Hearing Loss
By Kate Moss, Teacher Trainer, TSBVI, Texas Deafblind Outreach

Adapted in part from Teaching Students with Visual and Multiple Impairments: A Resource

Guide, by Millie Smith and Nancy Levack

Editor's note: According to the Brain Injury Association website (http://www.biausa.org/

brain_injury_and_you.htm) traumatic brain injury (TBI) is defined as "An insult to the brain, not ofdegenera-

tive or congenital nature caused by an external physicalforce that mayproduce a diminished or altered state of

consciousness, which results in an impairment ofcognitive abilities orphysicalfunctioning. It can also result in

the disturbance of behavioral or emotionalfunctioning. Acquired brain injury (ABI) is defined as "Injury to

the brain which is not hereditary, congenital or degenerative that has occurred after birth. (Includes anoxia,

aneurysms, infections to the brain and stroke.) Individuals with brain injury often experience problems with

both vision and hearing loss. On the BIA websites, Carolyn Rocchio shares the following information about

traumatic brain injury (TBI):

"Hearing problems can occurfor a number of reasons, both mechanical and neurologic, particularly when

the inner ear and/or temporal lobes have been damaged. All patients should have an otoscopic examination

and hearing screeningfollowed by behavioral testing. External bleeding in the ear canal, middle ear damage,

cochlear injury, and/or temporal lobe lesions can cause auditory dysfunction. " (Rocchio, 1998)

This can result in children who have auditory processing problems, conductive hearing loss, and/or senso-

rineural hearing loss. They may also have balance problems associated with any damage to the vestibular

system.

Some of the vision problems associated with traumatic brain injury include infections caused by the mist

from nebulizers on tracheostomy patients resulting in corneal ulcers and otherproblems, problems with visual

processing and visuo-motor ability such as double vision, field loss, nystagmus and near-sightedness. (Rocchio,

1998).

Children with traumatic brain injury typically face additional problems in the areas of communication,

acquiring new information, spatial orientation, attention and concentration, task completion, impulse control,

dealing with anger, social integration, and social conversation. There are many organizations and websites

offering excellent information on brain injury. Several that we have accessed include:

Brain Injury Association, Inc. (BIA)

105 North Alfred Street

Alexandria, VA 22314

Phone: 703-236-6000 and Family Helpline: (800)

444-6443

E-mail: FamilyHelpline@biausa.org

Web: http://www.biausa.org/

International Brain Injury Association (IBIA)

505 Wythe Street

Alexandria, VA 22314 USA
703/683-8400

E-mail: info@ internationalbrain. org

Web: http://www. internationalbrain.org/

Lash and Associates Publishing/Training, Inc.

708 Young Forest Drive

Wake Forest, NC 27587

By Phone or FAX: 919-562-0015

E-mail: mlash@ lapublishing.com

Web: http://www. lapublishing.com/
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In Texas, 120 children were reported as having traumatic brain injury as a disability label on the 2002

Annual Registration ofStudents who are Visually Impaired. Nine children on the 2002 Texas Deafblind Census

are reported as having severe head injury. Additionally many children have acquired vision and hearing loss

(occurring after normal birth) as a result ofanoxia, stroke, aneurisms and brain infections such as meningitis.

Some alarming statisticsfrom the Brain Injury Association website (2002) include the following:

An estimated 5.3 million Americans - a little more than 2% of the U.S. population - currently live with

disabilities resultingfrom brain injury.

It is estimated that one million people are treatedfor TBI and releasedfrom hospital emergency rooms

every year.

Each year, 80,000 Americans experience the onset oflong-term disabilityfollowing TBI.

More than 50,000 people die every year as a result of TBI.

Vehicle crashes are the leading cause ofbrain injury. They accountfor 50% ofall TBIs.

Falls are the second leading cause, and the leading cause ofbrain injury in the elderly.

The risk of TBI is highest among adolescents, young adults and those older than 75.

After one brain injury, the riskfor a second injury is three times greater; after the second injury, the

riskfor a third injury is eight times greater.

In 1996 we ran an article, "A Different Point of View" by Marnee Loftin, in which she gives a firsthand

account of the effects of traumatic brain injury and talks about the problems she experienced in her vision,

cognitive and emotionalfunctioning. You may be interested in reading her article, which can be found on the

TSBVI website at http://www.tsbvi.edu/outreach/seehear/archive/ptvs.htm. There is also some good informa-

tion about the visual issues related to TBI in Teaching Students with Visual and Multiple Impairments: A Resource

Guide, by Millie Smith and Nancy Levack. The information thatfollows is adaptedfrom that book and wasfirst

published in SEE/HEAR, Fall 1996. We thought it was worth reprinting.

Sensory problems are common after traumatic brain injury. The problems these children have with their vision are

referred to as Post Trauma Vision Syndrome or PTVS. Over half of the children who have experienced brain injury

have vision problems, such as blurred or double vision and visual field defects. Blurred or double vision may improve during

the first six months after the trauma event, but the field abnormalities are more likely to persist (Mira, Tucker,& Tyler, 1 992).

Binocular vision is what allows us to blend the two images seen by each of the eyes into only one perceived image.

Long-term difficulties with binocular vision are common. These include:

strabismus (misalignment ofthe eye caused by muscle imbalance),

ocular motor dysfunction (difficulty with eye movement),

convergence (simultaneous movement ofboth eyes toward each other usually made in an effort to maintain a

single image as an object approaches),

accommodative abnormalities (problems in the focusing of the lens to produce a clear image as objects move

closer),

and double vision (perceiving two images of a single object).
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When these conditions are present from birth, the brain adapts by suppressing the vision in one eye. In post trauma

vision syndrome the condition occurs abruptly. The brain does not have a chance to adapt gradually and abnormal

vision persists. It is important that any child who suffers traumatic brain injury receive a comprehensive ophthalmologic

exam (Mira, Tucker, & Tyler, 1992). Double vision in particular interferes with depth perception, locating objects, and

the ability to match visual information with kinesthetic, proprioceptive, and vestibular experiences. These terms are

explained below:

kinesthetic- This has to do with the conscious sensation ofjoint position, movement, weight, and position in

space.

proprioceptive - This has to do with knowing the location or relationship of parts of the body in stationary

positions without the need to, for example, look at your arm, or touch your arm.

and vestibular - This has to do with the brain's reflex system that coordinates eye movements with head

movements so that a person can keep their eyes on a fixed object as they move their head. The vestibular

system helps us to maintain balance.
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Because of double vision, which occurs with PTVS, balance, coordination, and movement become impaired

(Padula, Shapiro, & Jasin, 1988).

Many individuals with a post trauma brain injury experience a variety of visual-perceptual abnormalities. Students

with post trauma vision syndrome (PTVS) have a difficult time transferring the visual information they learned prior to

injury to present situations. Problems with spatial organization are common. They may also develop abnormal head

posture along with high tone in muscle tissues in other parts of the body, particularly about the head, neck, and shoulder

areas. This happens because the child will try to correct or improve his visual functioning by tilting or holding his head

in an unnatural position (Padula, Shapiro, & Jasin, 1988).

Children with traumatic brain injury may also have damage to their ears. Mira, Tucker, and Tyler (1992) also

describe the types of ear damage that frequently occurs with a traumatic brain injury. There may be damage to the

middle ear, which can cause a conductive type of hearing loss. There may be damage to the inner ear or the auditory

pathways into the brain, which can cause a sensorineural hearing loss. Children with visual impairments generally rely

on their hearing to compensate for the loss of visual functioning. For this reason, it is critical that children with PTVS
have a complete audiological evaluation.

CHARACTERISTICS OF PTVS

The characteristics of post trauma vision syndrome include:

Difficulty with binocular vision function

Difficulties with accommodation

Low blink rate

Inability to perceive spatial relationships between and among objects

Difficulty fixating on an object and pursuing the object visually when it moves

Abnormal posture

Double vision

Clumsiness

Objects appear to move when they are not actually moving
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Poor concentration and attention

Poor visual memory

Inability to perceive the entire picture or to integrate its parts

Inability to read despite the ability to write

Failure to attend to objects presented in a particular place

Inability to recognize objects with their vision alone

Inability to distinguish colors

Inability to visually guide their arms, legs, hands, and feet

Visual field loss

(Adapted from Padula, Shaprio, & Jasin, 1988)

SUGGESTIONS AND INTERVENTIONS

The following is a list of suggestions and interventions that can be tried with students who have PTVS. Some of the

items are interventions which should be prescribed by eye specialists or require input from motor specialists.

Spatial disorganization

Reduce clutter.

Increase spacing.

Add environmental cues (e.g., outlines of objects to indicate placement, color and light enhancement to

draw attention to certain places)

.

w
*5

Use a paper clip or eraser to mark a place on the page. 2O
Establish a routine for tasks and ensure that it is set up the same way every time. g
Place a ruler under the line of print. p3

Cut a window in a piece of paper that can be moved from word to word, from line to line, or picture to O
picture. z

g
i H

Abnormal posture g

Prism lenses or patching may alleviate this problem if it is due to ocular abnormalities (Padula, Shapiro, &
Jasin, 1988).

Double vision

Prism lenses or patching may alleviate this problem (Padula, Shapiro, & Jasin, 1 988).

Poor fixations and pursuits (difficulty scanning for a specific object or following a progression)

Practice visual scanning skills (Roberts, 1 992).

Highlight every other line of text.
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Poor concentration and attention

Give step-by-step instructions.

Use various cueing systems (e.g., color coding, underlining, windows).

Use preferential seating.

Use consistent structure.

Develop an organizational system.

Pace work.

Reduce environmental distractions

.
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Poor visual memory

Augment visual with tactual and auditory stimuli when possible.

Attach labels.

Pair language with visual cues.

Movement abnormalities - Objects/words appear to move around the page

Use a yellow acetate cover to cut down on the strobing effect of black print on white paper.

Inability to take in all but a fragment of a visual scene or the disappearance of visual objects due to

abnormal perception

Allow simultaneous touching of visual material.

Attach labels.

Pair language with visual cues.

Inability to read despite the ability to write

Use recorded materials.

Assess tactual spatial ability. If intact, consider tactual literacy media such as braille, Fishburne Symbols,

Moon Symbols.

Failure to attend to objects in affected hemisphere

Increase student's awareness of area of inattention with verbal cues, direct lighting, etc.

Inability to distinguish colors

Eliminate curriculum content related to color (e.g., learning color names, sorting by color).

Inability to visually guide limbs

Most students spontaneously look away when reaching. Do not discourage this strategy.
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Field abnormalities

Prism lenses may help.

Practice scanning and localization.
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The Challenge ofTransitions

By Terry Murphy, Executive Director, Texas Commission for the Blind

When told that the theme of this issue ofSee/Hear was to be about transitions, my first reaction was personal. I just

recently made the transition from father to grandfather. What ajourney. It seems only yesterday my daughter was the

same age as the pink bundle now framed in living color on my desktop and refrigerator door. Not yet three months old,

my granddaughter has already put her indelible mark on the whole family.

From experience, I know that some of life's transitions don't go so smoothly. Sometimes the unknown ahead

makes us want to avoid moving forward, especially ifwe are leaving something behind. Helen Keller, one ofmy
favorite inspirational authors, had a great way of expressing the reason some people get stuck where they are: "When

one door of happiness closes, another opens; but often we look so long at the closed door that we do not see the one

which has been opened for us."

Each year, the Commission works with thousands ofpeople who are going through major transitions in their lives. 2
Our Vocational Rehabilitation Program helps adults make the transition from unemployment to employment. Our M
Independent Living Program helps individuals make the transition from escalating hesitation and dependence to in- ->

creased self-confidence and independent functioning. Our Blind Children's Discovery and Development Program 7^.

helps parents make the transition from living in doubt and fear to living with accurate knowledge about blindness and

possibilities. It helps young children make the transition from being totally dependent on their parents to exercising their <v

growing independence and building a strong belief in their own abilities.

M̂
Rising hormones and parents reluctant to let go create a challenging combination in the transition from adolescence ^j

to adulthood. TCB is in the middle of this challenge every day in its Transition Program. We provided services to ^J
1,158 students last year, to reduce their risk of dropping out of post-secondary education and training. Our fifteen Cfl
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transition counselors have a special blend ofknowledge. They are youth-savvy, yet focused on key issues necessary

for successful adult living. It's like straddling two worlds. You need expert balancing techniques

!

In vocational rehabilitation vernacular, transition services are activities for a student designed within an outcome-

oriented process that promotes movement from school to post-school activities. In other words, we have the special-

ized knowledge to help blind students plan, focus, and set goals. Activities are based upon their individual needs,

preferences, and interests. But we are always challenging the status quo in their lives, encouraging them to reach

beyond their comfort zone. Ultimately everything we do is to develop their self-determination skills and self-confi-

dence so they learn to drive decisions for their own lives.

During the summer, transition youths are provided with opportunities to explore occupations through a wide range

ofsummer work experiences. A couple of years ago one student expressed interest in law and politics, so he spent the

summer interning in U. S. Representative Doggett's office. The experience motivated and better prepared him to go

after his dream. He's in college now, majoring in pre-law, and when Representative Doggett's office found out he was

back in town for summer, they eagerly offered him a paid position. Transition services are not aimed solely at college-

bound students, however. We believe all Transition Program students have the capacity to work in a meaningful job

with or without a degree. A person's vocational success is, however, directly related to their level ofindependent living

skills. Too often young people leave primary school and get thrown into the deep end of adult life without knowing how

to swim. Without the right survival skills and training, they usually sink—fast.

The post-secondary collaborative program with TSBVI, which I mentioned in a previous See/Hear article, is just

about ready to provide such survival training. The apartments are finished. The curriculum has been developed, and

the program will start this September. We are currently preparing information about this program to be put on our

website. The program will focus each year on empowering participants to develop and master core blindness skills as

well as academic skills. Part of their time will be spent at Criss Cole Rehabilitation Center, where TCB concentrates

on providing training in what we call the "big six" blindness skills, which we know are essential ifone is to live success-

fully as a blind person in today's society: ( 1 ) adjustment to blindness; (2) independent living skills; (3) travel skills; (4)

communication skills; (5) support systems; and (6) vocational skills.

We are very excited about the program's potential to bridge the gap between dreams and outcomes. Geared for

students who need remediation in academics and independent living skills, the program will challenge participants to do

things they've never done before. The message we want them to hear and learn is that adulthood comes with respon-

sibilities. Students need to make the difficult transition from making demands to meeting the demands they will expe-

rience in higher education or on ajob. They must also make the transition from being "helped" so much. Help can

sometimes be detrimental if it prevents a person's transition from needing to be told what to do to independent thinking.

When students are in primary education they have VI teachers that serve them well. The time comes, however, when

intermediaries are no longer appropriate. In college and the work world there will be no intermediary to intervene with

professors and bosses and to insure they have what they need to succeed.

When talking recently to Diane Yoder, our statewide transition specialist who is working closely on the project, she

said her own vision for the program echoes the enthusiastic attitude of Barbara J. Madrigal, the agency's Deputy

Director of Programs, who has been crisscrossing the state telling staffwe want consumers to get HIGH. Before you

parents get concerned about the phrase, it means we want consumers to have High Expectations, High Visibility and

High Hopes. From Diane's personal experience as a successful person who's blind, she knows this is what it takes.

I think Helen Keller would have approved of this new program's dedication to high expectations and tough love,

considering her wise observation years ago: "A child . . . must feel the flush of victory and the heart-sinking of

disappointment before he takes with a will to the tasks distasteful to him and resolves to dance his way through a dull

routine of textbooks." This little bit ofwisdom applies to most all of life's transitions, doesn't it?
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Was There Life Before Transition?

By Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

The answer is, of course, no. Transition has been a vital part of all of our lives, long before the term "Transition"

ever existed in special education and rehabilitation. And we educators of blind and visually impaired students did not

invent it. We were not the first to put a label to a process. Today, the concept of "transition" for blind and visually

impaired students is so recognized that it has been added as the ninth goal on the National Agenda.

Contrary to commonly-accepted beliefs, "transition" is more than moving from home and school to work and

community, although this is the context in which most ofus define it. Rather, we transition many times in our lives, from

infant to toddler, from preschooler to school-age, from elementary school to middle school, and on and on. At TSBVI,

we have recently been focusing on two types of transition. The first is transition from home and community to TSBVI
and home again. The second is transition from TSBVI to adult life in the community. Perhaps in a future article, I'll

describe these two efforts in transition. But for now, I'd like to tell you a little about my experiences regarding the need

for transition services before there was such a term.

Many years ago a woman named Mary Morrison (who was to become a good friend of mine) wrote an article

entitled "The Other 1 28 Hours a Week: Teaching Personal Management to Blind Young Adults". Now, let's put the

time of this article into perspective. It was 1974, and RLF-blinded young people were graduating from high school in

large numbers - in fact, our profession had never before had the numbers ofyoung adults we had then. Most of these

young people were products of local school systems whose education had concentrated on academic learning. Read

what Mary had to say about these recent high school graduates in 1974:

1

.

"One ofmy first discoveries was that only one or two ofour totally, congenitally blind clients could sign their

names..."

2. ".
. .most of our clients had been to a supermarket and most had done nothing but push the cart. .

."

3. ".
. .Two ofthem did not know that one does not have to have exact change to buy something in a store. .

."

4. ".
. .The first lesson for all the students to whom I have taught cooking has had to be how to turn on the

stove, often in homes they had lived in for a decade. .
.".

5. ".
. .what good does it do, Mrs. Morrison, to know about the Boer War, ifyou can't make your bed. . .

?"

Sound familiar? Have things changed since 1974? I certainly hope so. Are Mary's concerns in the arena of ^
transition? Emphatically yes !

!

lZJ

Mary Morrison's lament became a rallying cry for me. It represents the beginning of a recognition of the importance <J

ofnon-academic learning for blind and visually impaired students, learning that parallels the manner in which transition Gfl

is approached today. Mary's findings were being echoed all over the country, and our profession had to look carefully J^O

at the skills and knowledge we were providing to blind and visually impaired students. In the San Francisco Bay Area, ^
several of us began to develop an immediate solution for recent high school graduates who were not ready for work *m

and life in the community. And from this effort was born the "Blind Adolescent Life Skills Center" (now known as the M
Living Skills Center for the Visually Impaired). ^
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In 1972 this new Center opened its doors to 20 recently graduated blind youths from all over California. It's

original five objectives were:

1. Orientation and Mobility

2. Vocational Skills

3. Social Skills

4. Independent Living Skills

5. Recreation Skills

Early participants in this Center verified our worst fears regarding their "readiness" for adult life. Hatlen, Le Due,

and Canter wrote an article entitled "The Blind Adolescent Life Skills Center" that appeared in the March, 1975, issue

of The New Outlookfor the Blind. Please read what these authors had to say:

".
. .The transition from living either in a residential school or at home to living independently requires many skills, the

knowledge ofwhich, unfortunately, have been taken for granted or simply ignored by many educational services ..."(PI09)

I was going to include additional quotes from this article, but as I reviewed it, I decided that you would be able to

receive the full message of what is said ifyou read the entire article, and I urge you to do so.

Some years after the Living Skills Center for the Visually Impaired was founded, we began to hear the use of the

word "Transition." The content of this new concept virtually paralleled the curriculum ofthe Living Skills Center. I'm

not certain as to why this happened, except to suspect that it took an identification of the needs of high prevalence

disability groups to move toward naming a new curriculum area.

I am pleased that fellow educators ofblind and visually impaired young people pioneered Transition before it was

ever a defined concept. We did so because we are sensitive to the needs of students, and we act to meet those needs.

There's much more to say about Transition, and I'll save it for future editions.

REFERENCES:

Morrison, Mary. The Other 128 Hours a Week: Teaching Personal Management to Blind Young Adults. New
Outlookfor the Blind, 1974, 68, 454-459, 469.

Hatlen, Philip H., LeDuc, Paula, Canter, Patricia. The Blind Adolescent Life Skills Center. New Outlookfor the

Blind, 1975,70, 109-115.

Does Your Child Have a Special Need? Then So Do You!

Texas Parent to Parent is a nonprofit organization that was created by parents to provide support and information

for families of children with disabilities, chronic illness and other special needs throughout the state ofTexas. The

majority of our Board of Directors and staff are parents of children with disabilities or chronic illness. Our staff and

volunteers have many years' experience in providing parent to parent support.

MISSION

Texas Parent to Parent empowers families to be advocates for their children with disabilities, chronic illness, and

other special needs through peer support, resource referral, and public awareness.
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We believe that peer support is the best way to assist a family on the journey of raising a child with special needs.

The sharing ofjoy, frustration and hope is one of the most powerful experiences a parent can receive. We also believe

that parents are the experts on their child, and that the children are our best teachers.

OUR GOALS ARE

To increase the confidence, emotional stability and skills of families by providing peer support and ongoing

opportunities for specific information and training

To provide a place where families can get answers to specific questions about issues related to their child

To increase families' knowledge and access to resources

To decrease stress and isolation for families of children with disabilities, chronic illness or other special needs

To help families find or create resources for support in their own community

To enhance the education and understanding of the professionals presently working with or preparing to

work with families and their children so that they can be sensitive to the stresses faced by these families

WE PROVIDETHEFOLLOWING SERVICES:

Matching new parents to trained volunteer parents who have children with similar disabilities or issues via

email and telephone.

Providing resource information via website resource directory or in writing to provide families with statewide

and local resources. These resources include long-term financial help, therapy centers, parent support

groups, etc.

Providing a forum via email or telephone for families to get answers to specific questions about issues

related to their child such as special education services, insurance issues, sibling issues, etc.

Providing fact sheets and quarterly newsletters to new families via email or in writing. Information provided

will include information on specific disabilities, care for the caregiver, special education law, insurance issues,

respite care, applicable websites, etc.

Training volunteer parents in active listening, local resources, the stresses and the stages that new parents

experience, etc. via email and/or face-to-face meetings.

Providing information and support to the trained volunteer families via email or in writing in the form of

quarterly newsletters. Information provided will include the benefits ofparent-to-parent support, special

education law, active listening skills, etc.

Providing opportunities for professionals to learn from experienced trained parents about the stresses faced

by families through educational and informational seminars and programs.

Providing technical support to families or parent groups for creating support systems within their community. H
Collaborating with other Texas statewide programs to provide an annual statewide disability conference for <3

parents. ^
go

Implementing the Directive of Critical Care (DOCC) Program, which is a medical residency program that

matches families to medical residents. (Texas Parent to Parent is currently seeking families that are inter-
| ^

ested in allowing residents to spend a day with them, serving on parent panels, and/or participating in a m
private interview with a resident.)
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We are affiliated with other statewide parent to parent programs through the University of Kansas' Beach Center.

We share information, best practices, and find matches for families that their individual state is unable to match. We
share and learn from each other how best to provide support to families.

For more information, please contact Texas Parent to Parent at 37 10 Cedar St., Box 12, Austin, TX 78705, (866)

896-6001, (512)458-8600, or <www.main.org/txp2p>.
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Instructional Materials Accessibility Act 2002 (IMAA)
By Mary Ann Siller, Co-Chair of National Education Program,

American Federation of the Blind

On April 24, a bipartisan press conference announcing the introduction ofthe Instructional Materials Accessibility

Act (IMAA) was held in Washington, D.C. The bill numbers for the IMAA are H.R. 4582 and S.2246. The IMAA
2002 legislation is the result oftwo years of intensive efforts involving representatives ofthe blindness community, AFB
Textbooks and Instructional Materials Solutions Forum, Association ofAmerican Publishers (AAP), braille software

developers, producers of materials in braille, and parents. The efforts were undertaken to improve the efficiency of the

conversion process from print format to braille and other formats because K- 12 students often encountered lengthy

delays in obtaining current instructional materials in accessible formats. In some cases, the materials were never made

available in braille. H.R. 4582 and S 2246 are designed to correct these inequities, and to insure that the instructional

materials needed by blind and print-disabled children are met in the same timely manner as materials for sighted

children.

Among the key provisions, the legislation would: provide for the establishment of a well-structured, standardized

national electronic file format to be used for the conversion ofK- 12 textbooks and other print instructional material into

accessible formats; mandate that publishers provide core instructional materials in the national electronic file format to

a central repository for their timely and convenient distribution for conversion; establish and authorize funding for the

national repository responsible for the receipt, cataloging, storage and distribution of the standardized electronic files

provided by publishers; and require states to develop and implement state-wide plans designed to ensure that K-12

students who are blind or visually impaired, or who have other print disabilities, have access to print instructional

materials in formats they can use at the same time such materials are provided to students without such disabilities.

There are three Representatives from Texas who are key members of the House Committee on Education and the

Workforce. This committee will review H.R. 4582 (for information, go to < http//www.afb.org/textbooks.asp>).

They are from Dallas (Sam Johnson), Houston ( John Culberson) and the Rio Grande Valley (Ruben Hinojosa). Ruben

Hinojosa signed on as a cosponsor in May 2002. At <www.afb.org/textbooks.asp> you will find the following

informative documents: members of the U.S. House of Representatives and U.S. Senate that will be associated with

the IMAA (fax and phone numbers are included), the section by section description of the IMAA, the actual bills,

endorsing organizations, and the current cosponsors of the IMAA 2002 in the U.S. House of Representatives and

U.S. Senate.

Ifyou have an opinion on this legislation, you should let your voice be heard by doing the following:

Immediately fax a letter explaining your point of view to members of Congress from Texas who are associ-

ated with the Committee on Health, Education, Labor and Pensions from the U.S. House of Representa-

tives (go to www.afb.org/textbooks.asp for the fax and phone numbers).

Fax a letter to your district member in the U.S. House of Representatives and Texas' Senators with the

same information.
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It is best to fax the letters, because mail is still slow in getting to Congress and e-mails are not immediately read.

Please send a copy of your letters to Mary Ann Siller at 214-352-32 14 (fax). We keep track of opinions expressed

about relevant legislation.

Blind, Sighted Bun Runners Share a Vision of Success

By Jonathon Osborn, American-Statesman Staff

Reprinted with permission from the Austin American Statesman 4/22/02

Sometimes, people take choices for granted. For Alan Mackey, that choice was to run, which was really less a

decision and more a way of life. He reveled in his outdoor runs.

But about a year and a half ago, Mackey a 39-year-old former American Airlines pilot and Dallas resident, lost his

eyesight to bacterial meningitis. And with his vision gone, he thought he had lost one of his favorite pastimes.

Then he met a rehabilitation therapist, Kathryn Randall, at the Criss Cole Rehabilitation Center in Austin.

And on Sunday morning, Mackey, along with 17 other blind athletes, each tethered to a sighted guide, completed

the 20th annual Schlotsky 's Bun Run and Family Fun Run.

This is the first year the Bun Run has included blind runners, but it won't be the last, said Schlotsky 's ChiefExecu-

tive Officer John Wooley. Schlotsky 's paid the entry fees for the blind runners and their guides, gave them all red T-

shirts and shuttled them from the rehabilitation center to the race.

"I'd really given up on running," Mackey said. Now he's planning to take the idea ofRunning Eyes for the Blind, a

new organization that pairs runners who see with those who can't, back to North Texas. "I'm going to see if there's

something— or get something going," he said.

More than 5,000 runners from across the state were in Sunday's Bun Run, the oldest 5-kilometer race in Austin.

Proceeds go to the Austin Sunshine Camps, a summer program for at-risk children sponsored by the Young Men's

Business League.

Randall said the idea of having blind runners in the race came out of therapy sessions with Mackey. In February,

she asked him what he enjoyed doing before he lost his sight. He told her that he liked to run. Randall connected with

Running Eyes for the Blind's founder, Austin lawyer Margo Ahem.

Z
Ahem, an avid competitive runner, had been looking for a community service project that involved running. She ^

talked with a church friend who is blind, and out of that discussion, her organization was bom. ^

ft

<
Seventy runners have offered to be guides in future races, and Ahem wants the group to go national. w

"I just started asking around in the community and found out there wasn't anything specific to Austin" for blind

runners, Ahem said. Now the group has become almost like a second career to her.
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Randall said after Mackey signed up, 17 others raced into line behind him.

"It was like this thing exploded," Randall said. "It's just taken on a life of its own."

Running Eyes for the Blind was founded in January in Austin. The Bun Run was the first ofwhat it hopes will be

many competitions for blind runners.

On Sunday, some runners were joined to their guides with shoestrings, while other pairs simply held onto shirt

sleeves or tied themselves together with t-shirts.

Martin Kareithi, a 19-year-old competitor from The Woodlands who lost his eyesight in a car wreck almost a year

ago, said he used to run a six-minute mile— sometimes even faster.

For the past six weeks, he and the other blind runners have been training for the Bun Run, and it has paid off, he said.

"My body is stronger but not quite as strong as it used to be," he said. "It's important to get back out there."

And that's what Running Eyes for the Blind is all about, Randall said.

"It's the best thing that could happen," she said. "These people have a choice, and now the opportunity is there".

w
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Lifespan Respite Care Bill to be Introduced

By The National Respite Coalition

Parents and interested organizations may be interested in learning about a federal bill that was recently introduced,

the Lifespan Respite Care Act of 2002 (S.2489). The bill was introduced in the Senate on May 9, 2002, by Senators

Clinton (D-NY), Snowe (R-ME), Mikulski (D-MD) and Breaux (D-LA). Senators Inouye (D-HI) and Smith (R-OR)

have joined as cosponsors. A companion bill is expected to be introduced shortly in the House.

The bill would authorize funds for development ofLifespan respite programs at the state and local levels; evaluation

of such programs; planned or emergency respite care services; training and recruitment of respite care workers and

volunteers; and caregiver training to help make informed decisions about respite care services.

WHAT IS A LIFESPAN RESPITE PROGRAM?

Lifespan respite programs are defined in the bill as "coordinated systems of accessible, community-based respite

care services for all caregivers of individuals regardless of the individual's age, race, ethnicity or special need."

WHO CAN ACCESS LIFESPAN RESPITE PROGRAMS?

Caregivers who are family members (including grandparents caring for grandchildren), foster parents, or other

adults providing ongoing unpaid care for an individual with a special need may access these programs. Special need is

defined broadly as: Alzheimer's disease and related disorders; developmental disabilities; mental retardation; physical

disabilities; chronic illness; behavioral, mental and emotional conditions; situations in which there exists a high risk of

abuse or neglect, or ofbeing placed in the foster care system, or in which a child's parent is unavailable due to parent's

death, incapacitation, or incarceration; or any other conditions established by regulation.
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LEADAGENCY ELIGIBILITY

Funds would be provided on a competitive grant basis to state agencies, other public or private nonprofit entities

capable ofoperating on a statewide basis, a political subdivision of a state that has a population greater than 3 million,

or any already recognized State respite coordinating body. Priority would be given to applicants that show the greatest

likelihood ofimplementing or enhancing Lifespan respite care statewide.

FEDERAL ADMINISTRATION

Coordination is required at the federal level between the administering agency, the Maternal and Child Health

Bureau, Health Resources and Services Administration, and these federal agencies: National Family Caregiver Sup-

port Program ofthe Administration on Aging, the Administration for Children, Youth and Families, the Administration

on Developmental Disabilities, and the Substance Abuse and Mental Health Services Administration.

FUNDING

Authorization levels: $90.5 million in FY03 rising to $200 million in FY07.

Ifyou would like get additional information or express your opinion about this issue, contact Jill Kagan, National

Respite Coalition, at <jbkagan@aol.com>.

Welcome - continued from page 1

Outreach will change, too, from family training and support to teacher training. Look for her in classrooms around the

state, helping develop quality student programs. Many thanks to Kate for steering SEE/HEAR at such a high level of

excellence, and for her years ofpersonal, caring support to families across the state. Although Kate will shift her focus,

the Deafblind Project will maintain our emphasis on family issues with the new hiring ofEdgenie Lindquist for the family

support position. Edgenie has been a Children's Program Consultant atTCB andTCB editor of SEE/HEAR, with

experience working with and for families ofchildren with visual impairments for over 1 5 years. She is a CertifiedO&M
Specialist, committed professional, and wonderful addition to the Deafblind Team.

Craig Axelrod, our exacting layout editor, is going to relinquish his role in order to have time to work with Kim

Conlin, Tish Smith, and other TSBVI staff to create a new instructional CD-rom under the advisement of Dr. Jan van

Dijk. The lucky new editor-in-chief will be the talented David Wiley, supported in layout design by Carolyn Perkins.

Our personnel changes come are mainly due to the retirement ofRobbie Blaha. After pioneering and then being an

integral member of the statewide deafblind technical assistance project since 1 982, she hopes to transition to a very ^__
part-time basis next year. It is impossible to overstate the incredible impact that Robbie has had on developing

services to students with deafblindness in Texas and beyond-we are so pleased that we will continue to benefit from ^
her expertise in deafblindness. W

Another retiree will be Nick Necaise. His is a well known voice across the state, helping and cajoling VI teachers Ifl

andO&M specialists to order free materials for their students from the American Printing House for the Blind, and fig

registering students with the Texas Education Agency each year. He will return to work part-time following retirement. ,

M
So enjoy your summer, and your transitions, and this issue ofSEE/HEAR. We are all growing and changing this [Tj

season, and resting up before the busy and productive year ahead

!

*£j
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CLASSIFIED
Mail or e-mail your new classifieds to Jim Durkel at:

TSBVI Outreach, 1 100 West 45th St., Austin, TX 78756, or JimDurkel@tsbvi.edu.

An up-to-date Statewide StaffDevelopment Calendar is posted on TSBVI's website at <www.tsbvi.edu>.

The Deaf-Blind Multihandicapped Association ofTexas ( DBMAT)
30th Annual Statewide Family Conference and Workshop

'The Missing Piece'
a r x"

A Fun-Filled Learning Weekend for the Entire Family

October 11-13, 2002

Camp John Marc, near Meridian, Texas

I

>
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For more information, contact:

DBMAT
815 High School Road

Seagoville, Texas 75 1 59-7 1 37

972-287-1245 214-370-3938

DBMATorg@aol.com

On the web at DBMAT.org

2003 Texas Symposium on Deafblindness

February 7-8, 2003

Raddison Hotel in Austin, Texas

Please mark your calendars now for the upcoming Texas Symposium on Deafblindness ! The event will bring

together families of infants and school-aged children with deafblindness and the professionals and paraprofession-

als who serve them. They will have the opportunity to hear a host of experts discuss various aspects of program-

ming for children and young adults with deafblindness.

Funding is available to assist families to participate in this event including costs related to travel, child care, and

registration. Special opportunities will be available for families and professionals to network and socialize.

Out-of-state participants are limited but welcome. We will not have funds available to assist these individuals

with conference costs.

Registration flyers will be mailed out this fall to our SEE/HEAR readers. Information will also be available on

the TSBVI website at http://www.tsbvi.edu/Outreach/vi.htm. You may also contact Beth Rees at 5 12-206-

9 103 or email her at bethrees@ tsbvi.edu to request a registration flyer.
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Virginia Murrray Sowell Center

Distinguished Lecturer Series

"Providing Quality Instruction

in the Expanded Core Curriculum"

September 27 & 28, 2002

with Dr. Phil Hatlen, Superintendent, TSBVI
& Other Guest Speakers

Texas Tech University, Lubbock

Virginia Murray Sowell Center

for Research and Education in Visual Impairment,

(806) 742-2345 or

(806) 742-2326 (fax)

Website: <http://www.educ.ttu.edu/sowell/

VSC_pages/Lecture/lecturerseries.html

Discovery:

The Low Vision Conference 2002
September 26-28

Location: The Congress Plaza Hotel, Chicago, IL

Contact: Chicago Lighthouse at

jrimkus@chicagolighthouse.org

National Braille Association

Fall Regional Meeting & Workshops
October 17-19

Location: Mariott, Overland Park, KS
Contact: NBA at (716) 427-8260

Closing the Gap Conference
October 17-19, 2002

Location: The Radisson South Hotel,

Bloomington, Minnesota

Contact: Sarah Anderson, Closing the Gap, Inc.

P.O. Box 68, Henderson, MN 56044

(507) 248-3294 or (507) 248-3810 (fax)

sanderson@closingthegap.com

<http ://www.closingthegap.com>

Sensory Loss

for the Elderly Population:

Confident Living Program
October 21-25

Location: Helen Keller National Center for Deaf-Blind

Youths and Adults, Sand Points, NY
Contact: Sr. Bernadette Wynne or Theresa Rose,

Helen Keller National Center

at (516) 944-8900, ext. 233 or nthknc@aol.com

American Speech

and Hearing Association

Annual Convention
November 15-18, 2002

New Orleans, LA
Contact: ASHA, 10801 Rockville Pike

Rock ville,MD 20852

(800) 498-2071 or (301) 897-5700 (TTY)

actioncenter@asha

<http://professional.asha.org/events/index.cfm

Orientation and Mobility

Techniques

for Persons Who Are Deaf-Blind
November 18-22

Location: Helen Keller National Center for Deaf-Blind

Youths and Adults, Sand Points, NY
Contact: Sr. Bernadette Wynne or Theresa Rose,

Helen Keller National Center

at (516) 944-8900, ext. 233 or nthknc@aol.com

American Association

of the Deaf-Blind

2003 Conference
July 12-18,2003

San Diego State University, San Diego, CA
Contact: AADB

814 Thayer Ave, Ste. 302, Silver Spring, MD 20910

(310) 588-8705 (fax) or (510) 797-3213 (TTY)

tornJill@juno.com

<
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Watch for These Events

Coming Soon

Active Learning

with

Dr. Lilli Nielsen

September 9- 11, 2002

Austin, Texas

Registration information available at:

www.tsbvi.edu

Technology Institute

October 4 & 5, 2002

Austin, Texas

Registration information will be available at:

www.tsbvi.edu

after July 1

2003 Texas Symposium on

Deafblindness

February 7 & 8, 2003

Austin, Texas

TAER
April 24-26, 2003

Omni Hotel, Austin, Texas

Contact: Neva Fairchild at:

Neva.Fairchild@tcb.state.tx.us

(TAER is looking for conference presenters.

The Call for Papers will conclude Oct.3 1 , 2002.

For information, contact Edgenie Bellah

at TSBVI Outreach.)

Texas Focus 2003:

Focus on Tactile Learning

Keynote speaker: Dr. Sally Mangold

June 12 & 13,2003

will be held in central Texas.

Registration information available at:

www.tsbvi.edu

after March 1,2002

m

Proposed Technology

Distance Education

for 2002-2003

Presented by Sharon Nichols

and Holly Cooper

8/28 An Overview ofTechnology for Blind

and VI students

9/ 1 8 What DoesTech Look Like forMIVI
Students

1 0/9 Computer Accessibility for Students

Who are Blind

1 0/30 Learning Activities for MTVI Students:

Art, Cooking, etc.

1 1/20 Accessibility to On-Line andCD Rom
Resources for Students Who Are Blind

12/11 Integrating Low Tech and Switch

Activities Into the Classroom

1/15 What are Talking Books and How do

my Students Use Them

2/19 Let's Create Switch-Accessible Toys

3/5 Integrating Note Takers Into the General

Ed Curriculum

4/16 Routines and Technology: Activities to

Make it Work

5/7 Matching Technology to the Student

Exact times have not yet been determined

but all presentations will be in the afternoon.

Watch www.tsbvi.edu for further information

or contact Jim Durkel at:

JimDurkel@tsbvi.edu

or (512) 206-9270



Proposed Math
Distance Ed Presentations

for 2002-2003

9/25 Abacus

1 0/23 Preparing for the TAKS

12/4 Consumer Math

1/22 Using Tangibles in Middle School Math

2/26 Preparing Nemeth With the Scientific

Notebook

3/26 Elementary Math

Exact times have not yet been determined

but all presentations will be in the afternoon.

Watch www.tsbvi.edu for further information or

contact Jim Durkel at:

JimDurkel@ tsbvi.edu

Fourth Annual

Sports Extravaganza

October 25-26

Irving, Texas

The Sports Extravaganza is open to all students with

visual impairments. There is no participation cost.

Region 10 Education Service Center and Lions Clubs

International, District 2-X 1 , jointly sponsor this event.

Events include:

a wheelchair obstacle course

25 meter walk

25 meter dash

Standing longjump

Softball throw

Archery

Goalball

For more information and to request an entry packet,

please call Kitra Gray at (972) 348-1580

or Randy Foederer at (972) 348-1570.
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TSBVI Short-Term Programs

2002-2003

Fall Semester 2002

Sep. 8-13: Technology Week (electronic

notetakers, speech access for

Windows)

Sep. 29-Oct 4: Elementary IEP#1 (you pick

the objectives)

Oct. 20-25 : Middle School EEP # 1 (you pick

the objectives)

Nov. 10-15: High School IEP # 1 (you pick

the objectives)

Dec. 1 -6: Math (adapted tools & technology)

Dec. 1-6: Practical Academics (students below

grade level)

*Dec. 12-15 Middle School Holiday Gift Making

Spring Semester 2003

Jan. 12-17 High School IEP #2 (same as

above)

*Jan. 23-26 Low Vision Weekend (modifications

& adaptations)

Feb.9- 14 Middle School IEP #2 (same as

above)

*Feb. 20-23 Teen Getaway (social enrichment)

Mar.23-28 Secondary IEP #2 (same as above)

*Apr. 5-8 A Capitol Experience (visit& learn

about legislature)

Apr. 13-17 Elementary IEP #2 (same as above)

*May 1-4 Elementary Austin Experience

(social enrichment)

* Asterisks mark Thursday - Sunday events.

Contact: Dr. Lauren Newton, principal

(512) 206 - 9119 or newtonl@tsbvi.edu
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To Begin With...

We are looking at personal issues in this month's SEE/HEAR. We put articles about toileting or sexuality in the

first three sections. I hope you find some helpful information about these subjects we often avoid. There is lots

of other interesting reading as well. Take a look at the classified ads for training opportunities. We hope to see

many of you in Austin in February for the 2003 Texas Symposium on Deadfblindness.

Our new editorial staff is now on board, and looking forward to bringing you a publication you can use.

Please contact us with comments or ideas.



a

gta

The Ride of Her Life

By Kathy Fisher, Parent,Vanderbilt, Texas

Wearing a riding helmet and belt, my daughter Megan is grinning ear to ear. She's prepared for one of her

favorite activities, riding a horse. Since the age of three weeks, Megan has spent much of her time in physical

and occupational therapy. One of the most beneficial types of therapy she has experienced is hippotherapy,

also known as riding therapy. Many people think of horse riding therapy as simply a child riding around an

arena on horseback. For my daughter Megan, a fourteen-year-old multi-handicapped child with low muscle

tone, riding therapy has changed her life.

Riding for Megan began at age three. Not able to control her upper body or hold up her head, she resembled

a rag doll. She required an adult to ride behind her. This back-rider was responsible for keeping Megan's body

in an upright position. Riding was physically hard on her and as a result, she cried for a whole year. Thank-

fully we didn't become discouraged. We learned progress took time.

Slowly she gained control of her head and neck muscles and was able to sit up by herself. This was when

she truly started to enjoy riding. Her daddy would sing "Happy Trails" to her on the way to the riding center.

She would get excited in anticipation. Once she saw the horses, she'd wave her hands in the air with a smile

covering her whole face. I, too, was excited. Sitting up meant she could finally sit in a high chair and shopping

cart. I wouldn't need someone to accompany me to the store anymore!

Megan learned to pat the horse twice to make it move, which reinforced cause and effect. Once she learned

this concept, other learning could take place.

Crossing midline happens when a child's arm crosses from one side of their body to the other. Parents are

told how important crossing midline is in their child's development. Although this was attempted at home and

at school, Megan hadn't mastered it yet. She worked on this skill while on the horse, and for some reason,

would try harder. She eventually learned to cross midline by taking a large plastic ring in one hand, learned to

transfer it to the other hand, and give the ring to a side-walker. These steps were repeated until Megan could

cross midline independently. This meant that she could play independently with toys, switch from one hand to

the other, and interact with people by giving them her toys.

As Megan gained more upper body strength, she rode backwards on the horse. I could tell she didn't like

riding this way; she'd fuss! The physical therapist explained riding backwards worked her weak arm and

shoulder muscles more than riding in a forward position. As long as the side-walkers talked to her while she

rode, Megan tolerated the backwards riding.

Since Megan sat up so well, I wondered if it was foolish to think she could learn to crawl. She was placed in

a 4-point position (hands and knees) on the horse. With the horse standing still, Megan would actually do push-

ups on its back, with her legs being held in place by side-walkers. This motion was repeated on the floor at

home with me moving Megan's arms. When this was well tolerated, Megan was again placed in a 4-point

position on the horse's back. The horse was slowly moved forward two or three steps and stopped. Megan felt

the left then right movement of her body on the horse. She learned to crawl shortly after beginning this activity

!

During this time I noticed more normalization of muscle tone. Working on correct posture, she became

more aware of her body in space. Specialists had told us that Megan would never sit up, crawl, or walk.

Following work on weight bearing, Megan could stand holding on to something, but would stiffen her legs and

wouldn't move them. Doctors still discouraged us from believing she would walk saying, if she had not walked



by age five, it would never happen. At age eight, after a few sessions of riding Buster, a horse with a definite

left to right hip movement, Megan took her first step. This happened on Mother's Day, 1996. What a miracu-

lous gift!

Megan loves the sights and sounds she experiences while riding in an open arena. Although she doesn't

talk, she vocalizes more while riding. She doesn't realize she's actually receiving therapy and even has a

physical therapist walking behind her. Megan has

cortical visual impairment. With each therapy ses-

sion, her head is held more upright instead of the

usual downward placement or the head tilted upward

looking at the sky. She's actually looking at what

she's doing.

We are fortunate that the Victoria Riding Therapy

Center has a sensory trail. Sights, sounds, and tactile

stimulation are the primary objectives of this path.

Megan particularly likes the "clopping" noise made

when the horse walks across the wooden bridge. She

often laughs as she feels the movement of the horse

going up and down a small hill. She doesn't realize

she's working to control her upper body while keep-

Megan enjoys taking a ride.
in§ her balance

-
She Just knows she loves to "de-

Eleven years later, Megan is walking with a walker. She is still riding, working primarily on posture and hip

movement. The excitement she shows as she rides is worth all the hard work and time spent in riding therapy.

She has greatly benefited from hippotherapy. Teamed with traditional physical therapy, it's amazing to see the

accomplishments that can be made. I highly recommend this type of therapy for any child with special needs.

The family may be contacted at P.O. Box 145, Vanderbilt, TX 77991 and < mjfkjf® ykc.com>.
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One Giant Leap for 5-Year-Old Meredith

By Sarah Barnes

Reprinted with permission from the author

Special to the Austin American-Statesman, Thursday, July 25, 2002

My daughters, Meredith and Caroline, rode a wagon in our neighborhood July Fourth parade this year. As

my husband, Jim pulled them down the street, my thoughts were already turned to next year and how I hoped

both of them would walk in the parade. For Caroline, who will be 2 next summer, that will be easy. But with

every year that passes, my dream of seeing my 5-year-old walk fades just a little. Meredith has a rare brain

anomaly resulting in weak motor skills. When she was 1, she sat up. At 2, she crawled. At 3 and 4, she began

to cruise along the furniture and use a walker. As parents who've watched her struggle, Jim and I learned to

appreciate every inch of progress, not wanting to set a goal that, we fear, can't be reached.

I am happy to report that one should never say "never" to a determined 5-year-old.
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A few days after the parade, we were getting Meredith ready for bed, and I had just come into her bedroom

with her toothbrush. Meredith and Jim were sitting on the floor. At that moment, for reasons we'll never

know, Meredith decided to get up on one knee followed by the other knee. Then she put her .hands out in front

of her on the floor and began to rise from a squatting position into a standing one. She tries this often, but never

makes it to the stand. On this night - July 7 - she did. Stunned, but ready for anything, Jim and I instinctively

got in front of her and held out our arms.

"Come on Meredith, you can do it. Take a step," I said.

She smiled big and paused to let her muscles consider what her brain was telling them to do. Then the

moment that will forever be etched into our minds happened. Meredith put her right foot forward. Then her

left. Then her right. Then, for the first time, our little girl walked all the way into our arms and gave us a hug.

"Oh my God," I whispered to Jim. "She's walking."

"Meredith," I said clutching her tightly, "we're so proud of you."

But Meredith wasn't interested in savoring the moment. She was on the go. All over the house. There were

no leg braces or walker wheels to guide her, just her own flesh and blood legs. Jim and I were still in disbelief

as we shadowed her all the way down the hall, watching her take confident quick steps as if she had done it for

years. There was only one thing to do.

"I'm getting the video camera," Jim said. When your child does not show any interest in walking on her

own for five years and suddenly just does it, well, you need proof. In seconds Jim came back to her room,

camera pressed to his eye, finger on play.

Meredith did not disappoint us. She walked steadily from her bedroom to our bedroom to her sister's

bedroom and down the hall again. I hurried back to our bedroom to call my mom.

"Mom, guess what? Meredith is w-a-1-k-i-n-g."

"Oh my God, are you kidding?"

"No, I swear," I said. "Come over right now."

"I'm coming over," she said.

"Hurry," I said, "before she stops."

In a few minutes, Mom and her husband, Neal, arrived and headed toward the hall where, at the opposite

end, Meredith stood - quite literally contemplating her next step.

"Look Meredith, it's Grandma Missy. Can you come give her a hug?"

Meredith smiled and looked at my mother, who had her arms extended. With little hesitation, she walked

ahead with determined steps. Mom covered her mouth when she saw the first steps and said, "I think I'm going

to cry."



Meredith spent the entire next hour walking all over the house. She seemed so excited to be tall for a

change, seeing things at a different level without a walker. She finally took a rest about 10: 15, and her grand-

parents went home. Jim and I were still savoring the moment when he announced he had a surprise for me. I

couldn't imagine an evening filled with any more magic, but he emerged with a tiny sack. H^

>
"Open your hand," he said.

Cupping his hand under mine, he tipped the sack and a tiny pair of gold shoes slid gently into my palm, w
"I've been waiting two years to give this to you - on the day when Meredith walked." r^|

The moment took my breath away as I looked at the little charm - a tangible symbol of a day Jim and I have

been dreaming about since the doctor told us he didn't know if our little girl would ever walk. Someday, I hope

that Meredith will ask me to tell the story behind each of the charms on my bracelet. I'll start with the little gold

shoes.

Sarah Barnes writes occasionally about the joys and challenges of raising a child with special needs. You

may contact her at <adifferentroad@aol.com>

Toileting Tips for Determined Parents!

By Leslie Fansler, Parent, Amarillo, Texas

When our son, Preston, who is Deafblind, was three years old he entered into the public school system'

s

early childhood program designed for children with disabilities. We were blessed by having the most fantastic

teacher in the world! Within a few months Preston was up, walking, and going everywhere. The teacher

suggested that we start trying to toilet train him. I was skeptical, but we gave it a try. Here are some things we

tried that worked, didn't work, and things we have learned.

First, we decided on a symbol for toileting for Preston's calendar box (I do not know why we didn't think

about a symbol Preston would have chosen). We used an empty toilet paper roll, which was not really mean-

ingful, as Preston didn't realize that an empty toilet paper roll is even tied to toileting! We were not having

much success getting him to understand the whole toileting concept and sitting on the toilet was extremely

boring, even when we piled toys all around it. He loved to play with balloons that were not quite fully inflated.

He would sit for a long time and just play with a balloon, so we started giving him one to play with while he sat

on the toilet. Bingo! It didn't take us long to figure out that a balloon was the BEST symbol for toilet for

Preston. We began using it in his calendar box and he started looking forward to going into the bathroom to

play with a balloon. We made sure that he never got to play with a balloon anywhere else, only in the bath-

room. Preston began to have some success and we began to believe that he could be an independent toileter!

The next idea we came up with was a tactile path to the bathroom. I purchased heavy duty, tactically

interesting material at an upholstery shop and sewed it together to form a long narrow pathway. We used this

pathway to help Preston establish a route to the bathroom. At home we tacked it up on the walls, in the hall that

approached our bathroom door. Preston would run his hand along the path as he walked to bathroom. At school

they laid the pathway on the floor and he walked on it to go to the bathroom. He began to pair the pathway, the

bathroom and playing with a balloon all together and decided that this was a fun routine. We could take the

pathway with us anywhere so he always had a clearly marked route to a bathroom. This was extremely helpful

when he was young and routes were confusing to him.
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During this process his whole team, at home and at school, continued to work on his dressing skills so that

he was able to handle his clothing in the bathroom. He still, even today, is unable to independently handle the

fasteners on his pants, but I am sure that he will eventually master those skills.

TSBVFs Deafblind Outreach Team had spent time teaching us how to fade prompts so that Preston would

not become a prompt junky. We used those techniques with the toileting routine. First we took Preston to the

calendar box, where a balloon signaled the toileting routine, then down his pathway to the bathroom, on a

schedule. Next we began to take him to his calendar box and to the beginning of his pathway. Then we took

him only to the calendar box and he found the pathway on his own. Lastly, we just reminded him to go to the

bathroom. Finally he reached a stage where we did not have to tell him; he just went to the bathroom on his

own, without a prompt from us, or the calendar box. We no longer have to use the pathway or a balloon. Hey,

we have made great progress!

Recently he was playing outside on the trampoline. He got off the trampoline, came across the backyard, in

the back door, through the house and went to the bathroom, completely on his own!

Needless to say, we are extremely pleased to report that Preston is now toilet trained! In known environ-

ments he handles toileting himself. Wiping after a bowel movement is still an area we are working on. We are

now teaching him to wipe every time he sits on the toilet, as he does not seem to understand that sometimes he

needs to wipe, and sometimes he doesn't. We think it will be easier if wiping is always part of the routine.

These are things we have learned from Preston and this process. When you decide to toilet train a low-

functioning child, be prepared to commit to at least ten years and really think through the toileting routine

before you start. We made mistakes that probably added time to the process and confused Preston. It took

about ten years to get Preston to where he is today, so just be prepared to make that long-term commitment.

Many families try for a year or two then decide to wait until their child is a little older and try again. I think this

is very confusing to kids. First I am expected to sit on the toilet, then I am not expected to and then at some

magical date in time I am expected to again. We never quit trying after we got started, even though we were

often very discouraged.

I do not believe in using pull-up type disposable underwear. It sends mixed messages to a child with cogni-

tive difficulties. I am supposed to try and get to the bathroom, but if I don't make it that is all right because

these pull-ups are similar to a diaper. We put Preston in underwear and he has stayed in underwear. There have

been times when underwear have been a REAL HASSLE and pull-ups would have been MUCH easier, but

Preston has ALWAYS known that it is not all right to wet his underwear.

Another thing we learned is that Preston loves to play in the water. When he soiled or wet himself I would

immediately put him in the shower to clean him up. One of his teachers pointed out that this was a great reward

for having a toileting accident. Now if he has an accident he has to clean himself up using baby wipes. That is

not near as much fun for him. Pay attention to rewards and consequences during toilet training.

Toilet training a low-functioning child is not to be taken lightly, and is not for the fainthearted! It takes time,

a strong commitment, a team effort, and great patience. A little stubbornness on the part of the adults helps

immensely ! I have had many parents ask me how we accomplished this, as they have not been able to and their

older child is still in diapers. I always ask them to think about their child as an adult. Those of us who have low-

functioning children will eventually have to think about adult placement. Preston's adult placement will be

greatly enhanced because he is an independent toileter. It was definitely worth the commitment and effort!
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Making the Most of the Holiday Season

By David Wiley, Transition Specialist, Texas Deafblind Outreach

Now that we are in the midst of the "holiday season", it is a good time to reflect on what makes holidays so ^
special to us: traditions; rituals; helping others; giving and receiving; friends and family. When someone is

visually impaired or deafblind, it is possible that many of the things that make holidays so special can be

missed, or difficult to fully appreciate. It is important to consider how we make things like decorations, music,

pageants, celebrations, parties, and gatherings meaningful to young people with sensory impairments. Some

years ago I saw an article in Talking Sense (Winter, 1995), a publication of the National Deafblind and Rubella

Association in the UK, that recounted the ways many people who are deafblind joined in holiday traditions.

HOLIDAY TRADITIONS IN THE UK

That article recounts the story of Janet, whose family has a special Christmas calendar to which Janet

attached a new picture or object symbol on each day leading up to the Christmas symbol which is already

located on the 25 th
. Janet also participates in gathering presents to distribute to family members, and joins in

cooking the Christmas dinner, and setting the table. Though her mother feels Janet doesn't fully understand

the true meaning of Christmas, she enjoys the happy family occasion, and looks forward to the tradition the

family has established.

There is also the story of Jacqueline, who especially likes tree lights and brightly colored decorations. For

this reason, her family gets her Christmas presents that produce light. The article also mentions another group

of people who are deafblind, and live together in a group home, that all receive presents involving light,

vibration, aromas, or sweets to make getting gifts enjoyable.

Richard participates in making greeting cards to signify the holidays. He also participates in the shopping,

and gets to choose decorations for his room, as well as helping with the Christmas tree. Another group reports

punching cloves into oranges to make pomanders for decorations, and filling the home with scents only used

doing the holidays. They decorate in meaningful ways. Tinsel and bells are examples of decorations that can

be appreciated factually. Participating in both decorating and packing the decorations away after the season

provide clear ways to show the beginning and ending of the holiday time.

WHAT DOES YOUR FAMILY DO?

I would like to find out what your family does for the holidays to make them meaningful and enjoyable for

your child with sensory impairments. Send me your family traditions and activities for Halloween, Thanksgiv-

ing, Hanukkah, Christmas, or New Years Day. Include family traditions, decorations, and meaningful gifts.

Give me some information about your child, and how you have learned to include him or her. If I get plenty of

responses, next year I will put together an article on holiday celebrations, Texas style.

So, as you make your way through the holidays, please take time write down what you and your family do.

Sharing your ideas is so helpful for other families. Send your thoughts to: David Wiley; Texas Deafblind

Outreach; 1 100 W. 45 th
Street; Austin, TX 78759. You may e-mail me at <davidwiley @tsbvi.edu>.

Don't forget to write. And Happy Holidays.
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My Story: Choices for Students with Low Vision

By Dawn Adams, CTVI, COMS, Mesquite ISD

"She is blind and will always be blind; there is no use in hoping for anything better." These were the words

spoken to my dad just days after the custody papers had been finalized. A single man of age 55, who owned a

night club in Houston noticed that one of his "regulars" had just given birth to a baby girl. He had heard that

she did not want the baby and could not raise her. With his own children grown and married with children of

their own, it did not look to be the most convenient time to begin raising another child. Looking past the

circumstances and focusing on his love for the baby, he decided to find out if he could adopt me. Mother

signed over her parental rights to him and that is where my story begins.

Dad noticed I was not like other babies he had been around. For one, I was very still. I did not reach out for

objects or people, and I was quiet. At times he would notice that I would turn my head toward sounds, but that

was it. The doctor informed dad that I was blind, not partially sighted, but blind.

A magazine article was given to dad that told the story of how a blind baby had been carried upside down

for short periods of time. Something about the blood carrying nourishment to the nerves of the eyes caused the

child to see. Believing that it was worth a try, dad began carrying me upside down for short periods of time.

When I became tired, I would pull and he would carry me the usual way. One day as he was carrying me
around the pool table in the club, he noticed that I turned my head toward the light above the table and reached

out for it. From then on I began paying attention to other objects. There was no doubt in dad's mind that I was

able to see something. At 18 months I began walking, quite a bit later than sighted children. At one eye-doctor

appointment I was given some picture cards to read. I correctly named nearly every picture! This was the

same eye specialist who told dad that I was blind and would always be that way. He was absolutely amazed!

Now, I don't know if I really believe that being carried upside down caused me to see or not, but I do know

that I believe in miracles. Little by little my vision did improve and I learned to use the vision efficiently.

As a kindergartener I began receiving services as a student with a visual impairment. When I was five I

went to the low vision clinic with my dad and vision teacher. The doctor gave me my first telescope. With it

I could see things so much more clearly. I could see people and objects that were far away. Dad and I would

play "I Spy" together. He would tell me to find the "blue sign" or the "airplane in the sky." Without my
telescope, I could see the general location of objects and people at a distance, but with it, I could see details. It

was not until I used this telescope that I realized it was possible for people to see the individual leaves on a tree,

and I could see that bird way up there too! Of course, the primary function of the telescope was eventually for

me to learn to read the chalkboard in school. I will always be thankful to my dad for the support he gave me.

Through the years I have had various types of monoculars (telescopes). I used a hand-held one until fifth

grade. Then I received my first pair of glasses with a mounted telescope over the right eye. Since I have no

central vision in my left eye, I need to use the telescope with my right eye. It is difficult to pick up and put down
the telescope while trying to copy information off of the board. I really liked the new glasses because they

allowed me to have my hands free for turning pages or writing. Next, I was fitted with a similar device, but this

time the telescope was much smaller and much more cosmetically appealing. Also, it could easily be used for

distance as well as near tasks. I could read my papers and books with it, or I could read the chalkboard. The

use of large print books helped me not to have to constantly switch back and forth between near and distance

focusing. I used large print to read and kept the glasses focused for distance tasks most of the time. Eventually

I was fitted with a pair of Ocutechs which can be used for driving. My Ocutech has a telescope (very small)

above the right lens. When I want to verify something I see with my vision, I very quickly look into the

telescope to see it. My vision is corrected from 20/200 to 20/30 with these glasses.
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The development of efficient use ofmy residual vision has been a key factor in my education. I was always

encouraged to use my vision, and I learned how to use it effectively. I was also not embarrassed about looking

different because of my special glasses or telescopes. As early as kindergarten, dad reminded me that it was

more important for me to be able to see than to be worried about what others would think. In fact, some of my
classmates were quite interested in my vision devices, and it was fun to show them how the various devices

worked (without letting them play with them).

My senior year I also received training in Orientation and Mobility so that I could learn to cross streets.

This included using a cane for identification purposes. I used my vision in conjunction with the cane. I have

also used programs such as ZoomText to enlarge print on a computer screen. Now, however, I simply use the

options in the control panel of the Windows ME Software. Having efficient use of my vision has enabled me
to participate in high school athletics and driving, in addition to seeing things that I might not have otherwise

been able to notice, such as seeing a bird in a tree, locating things in a cluttered background, etc. It now allows

me to use current technology and travel independently. My primary learning mode is through vision; that is, I

am a visual learner. So the use of vision has been essential to my education.

While professionals may not all agree on what is best for students with low vision, it is clear that there are

obvious advantages to using residual vision. Ultimately each person must decide whether to learn to use his or

her vision efficiently, if possible, or to become a tactual learner. One way of learning is not necessarily better

than another. It simply depends on the person. Each person is different, and in our field we are to address the

individual needs and strengths of our students. We cannot say what is true for one is always true for the other.

"My story" is about what has worked, and is still working, for me. My husband and I both are visually

impaired. I'm glad we've had choices and opportunities to learn to use our vision. It has been said that "being

visually impaired is hard work." While it is hard, it is not impossible to overcome the challenges.

Strategies for Minimizing the Risk of Sexual Abuse
by Maurice Belote, Project Coordinator, California Deaf-Blind Services

Reprinted with permission from reSources

published quarterly by California Deaf-Blind Services

The incidence of sexual abuse among persons with disabilities is staggeringly high, and yet abuse preven-

tion is rarely addressed in school programs for these individuals. Teaching children who have multiple dis-

abilities including deaf-blindness often requires creativity and the ability to adapt and modify existing materi-

als and programs. When teaching abuse prevention, it may not be adequate to simply follow the same instruc-

tional objectives used among children without disabilities—don't talk to strangers, run away and tell a safe

person if someone is trying to hurt you, etc. For a child who is deaf-blind, intervention will need to encompass

many curricular domains, including the areas of communication, self-help, and social skills. The following

strategies may be useful in creating an instructional program to address prevention of abuse and exploitation.
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Today, as a teacher of students with visual impairments and an Orientation and Mobility Specialist, I still

use low vision devices in my daily routines. Whether it is completing ARD paperwork, progress reports,

reading for my graduate courses, or cooking a meal for me and my husband, a CCTV is used much of the time.

I also have reading glasses which help me when a CCTV is not available. In addition to my reading glasses and

driving glasses, I use a hand-held telescope to read the list of goods on the aisles in the grocery store or read

street signs when walking. My purse is a "tool bag" for my three low vision devices. I have a device to help

me accommodate to any visual task. j>
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START YOUNG.

Issues of sexuality begin at an early age, and instruction during these early years creates a foundation onto

which everything else can be built. Some of the early skill areas that will assist in abuse prevention instruc-

tional activities include curiosity about the bodies of other people (children and adults), names and function of

body parts, and public restroom behavior. In addition, this is the time to make children feel comfortable about

talking to their parents or caregivers about personal issues. This comfort level—established at an early age

—

will be very helpful as the child passes through adolescence and young adulthood. Despite what we may think,

national research consistently suggests that teenagers want to discuss these issues with their parents, and that

adult-child communication is effective in decreasing sexual risk behaviors.

KNOW THE PEOPLE WHO INTERACT WITH YOUR CHILD.

Sadly, most abusers aren't strangers, but people who know their victims: friends of the family, neighbors,

service providers, etc. If a situation doesn't feel right, trust your instincts and intervene. An Internet resource

w can be found at <http://www.sexoffender.com> that provides a database searchable by state and also a guide to

Z Megan's Law (don't accidentally type sexoffenders—plural—or you will go to an adult material website).

And while vigilance is important, there is probably no need to be overly suspicious of everyone who interacts

with children. The vast majority of friends, neighbors and service providers are caring people who would

never put a child's safety and well being at risk.

J MAKE SURE SKILLS ARE GENERALIZED.

w When teaching abuse prevention skills, use the same methods that help ensure that all skills are general-

ized—teach the skills in multiple locations and settings, with multiple people, and at various times of the day

and night. A significant component of skill acquisition is testing to determine if the skill is truly mastered and

generalized. Don't assume that a child will perform in a certain way if she or he has demonstrated the skill in

a contrived setting with familiar adults. You may need to set up a situation where the child must demonstrate

mastery in an unfamiliar setting with unfamiliar people.

TEACH TERMINOLOGY, INCLUDING SLANG.

It may be difficult for an individual to relay information about abuse or mistreatment if the person lacks a

way to communicate this clearly. Building vocabulary regarding body parts and action words is an important

step to providing the individual with a communication system that will last a lifetime. It may also be necessary

to specifically address the use of slang. For example, an individual who isn't knowledgeable of widely used

slang terms for genitalia and sexual acts is more vulnerable because of their lack of sophistication, even if they

know the proper "medical" terms for the same things.

RESPECT PRIVACY; AND INSIST THAT OTHERS DO SO TOO.

It is important that we provide children with significant disabilities the same respect and dignity we give all

people. It may be necessary to teach the concept of modesty, and be certain that this instruction respects

individual family values and norms. For children who require help with daily living, issues of privacy and

modesty may be complicated by situations where adults and even peers are providing assistance with physical

care needs that require intimate physical contact. One way to handle this, from an early age, is to ask the

person's permission before helping with intimate or invasive tasks. If requesting permission is established

early and consistently, the person who is receiving help is much more likely to feel she or he is in control of

their body, and in control of where they are touched and by whom they are touched.
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TEACH APPROPRIATE BEHAVIORS.

We want to teach our children and students to act in the same way we expect others to when those others

interact with our children. For example, we want our children to resist if other people try to touch them in

inappropriate places on their bodies. This will be difficult to teach if these same children have been allowed to

touch others in those same places. The goal is to establish norms, so that behaviors outside of these norms are

clearly viewed as such.

PUT IT IN THE IEP.

Don't assume that goals and objectives discussed in the IEP meeting will be implemented if they are not

part of the written plan. It isn't necessary to include everything in an IEP, but too often there is a reluctance to

include items in IEPs that are out of the ordinary domains such as functional academics, gross/fine motor,

communication, etc. If a particular skill is very important to you, do not accept an explanation that instruction

in this skill doesn't need to be written into the IEP because it will be addressed all the time throughout the

child's program. The IEP is the family's assurance that a skill will be addressed, and also provides a forum for

discussing mastery towards the goal at subsequent IEP and team meetings. For service providers, IEPs pro-

vide concrete plans, and help maintain consistency between programs and staff members during times of

transition or instability.

Self-Advocacy Skills: A Portfolio Approach
by Cathryn S. Krebs, TVI, Fairfax, VA

Reprinted with permission from Heldref Publications

Re:view, Volume 33, Number 4, Winter 2002

Self advocacy is knowing what you want, what you are entitled to, and how you can effectively achieve

your goals (Brinckerhoff, 1994). I think that when students with visual impairments understand their indi-

vidual strengths and needs, they will be more assertive and be empowered to find or create optimal learning

environments. Students with visual impairments need to be able to explain their disability in everyday lan-

guage, to list their strengths and needs, to make choices about how they learn best, and to communicate effec-

tively with their peers and teachers regarding reasonable and appropriate accommodations.

As middle school students approach high school, we expect them to be more independent. I asked the four

eighth-grade students in my vision resource room to begin a self-advocacy portfolio by writing "What I Know
about My Visual Impairment" and "What I Would Like to Explore." All four had self-advocacy goals in their

Individualized Educational Programs (IEPs). The following are some of their questions:

• What caused my eye condition?

• Will my children have a visual impairment?

• How many people have my eye condition?

• Is there a way to prevent it?

• Do kids and adults get this?

• How much research has been done on my eye condition?

• How can I meet someone with the same visual impairment?

11
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VISUAL IMPAIRMENT RESEARCH

During basic skills class time with the teacher of students who are visually impaired, the four students used

Zoomtext (an enlarged screen reader) and JAWS (a speech synthesizer) to research online' their individual

situations as described in their eye reports. We also used resource books, large diagrams, a tactile model of the

eye, and a conversation with an ophthalmologist. Because all four students initially had difficulty explaining

their visual impairments in everyday language, they were eager to improve their awareness of their disability.

One student even stayed after school to work on this project!

Several students had specific questions they needed to ask their parents or guardians. Two of the four

students were comfortable talking to their parents or guardians about their visual impairment. One student,

who had had radiation as an infant, wondered if the cancer might possibly recur. Another student wanted to

know how functional vision was related to visual acuity measurements.

Students practiced orally explaining their visual impairments to each other and their peers and shared drafts

of their explanations. Then they wrote "What I Found Out About My Visual Impairment."

VISION VOCABULARY LISTS

From the information they had gathered, we compiled a list of specific words and definitions related to their

individual impairments. Two of the four students had additional disabilities (spatial and memory problems and

ADHD) that were important to understand in relationship to their visual impairments. Word lists included

parts of the eye (e.g., macula, optic nerve, optic disc, retina) and other vision-related words (e.g., bilateral

coloboma, congenital, cortical blindness, eccentric viewing, enucleation, null point, nystagmus, oculist, oph-

thalmologist, peripheral vision, prothesis, radiation, scotoma, tumor, radiation, and visual overloading). We
discussed the words on their lists individually with each student and how the word helped them to understand

their functional vision.

LEARNING STRENGTHS AND NEEDS

After the research and vocabulary activities, students wrote about their learning strengths and needs. I

encouraged them to talk to their peers, families, and school staff while compiling their lists. Sometimes there

was negotiation if a strength or need did not seem realistic.

LETTER WRITING

Using all the information in their self-advocacy portfolios, the students wrote letters to their ninth-grade

teachers describing their visual impairments, how they learn best, and what they needed to be successful in the

classroom. The students verbalized what they would write, and I guided their formulations by asking ques-

tions. Those steps helped them to communicate more effectively. Excerpts from their letters speak for them-

selves.

Student One.

"When I was little, I had a tumor in my left eye, so the doctors had to remove it and replace it with a fake

eye, called a prosthesis. On my right eye, I had a cataract and the doctors also removed that. I have low vision

in my right eye. I can see everything, but I cannot read small print or see things far away like the chalkboard.

I am good at working on the computer and I am good at typing.... I am very good at socializing with people.

Science is one of my weaknesses. Another one of my weaknesses is working too fast and not checking my
work. I am very weak at editing my work. Sometimes I need help."
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Student Two.

"I only have central vision and cannot see on the sides. It is difficult for me to locate things and impossible

to read print. I can see the letter but too many things on a page are confusing. I use Braille 'n Speak, which is

a Braille notetaker. I also have some spatial problems like finding where I am and copying things. I sometimes

have trouble locating things visually, but once I find what I'm looking for, I can see it clearly.

"I love to write, but spelling and comprehension are not my strong suits. I take tests orally and use a Braille

copy when there is time. It is easier for me to concentrate when there are no distractions.... Before I take a test

I like to get study guides in advance so I can be prepared. It helps me to know a week in advance."

Student Three.

"I had some vision until the age of nine.... I've had several different surgeries to attempt to bring back my
vision, but all of them were unsuccessful. Having a Braille copy gives me that very same independence (as the

sighted kids). However, my independence is limited in some respects, such as when the class watches a video,

when there is a mostly visual project, or simply when the teacher draws diagrams on the board. Having a

person available with good description skills is very helpful."

Student Four.

"I can see most objects clearly, but not the details, and I can also see colors. However, I cannot see things

that are tiny, far away, or faintly printed. My field of vision is impaired, so sometimes I have to turn my head

to see things. If you cover one eye and slightly close the other, you may be able to get a feeling for what I can

see. Sometimes I get stressed out, so it helps when I know long term assignments, including novels, and tests

ahead of time."

FOLLOW UP ACTIVITIES

After the letter-writing activity, we talked about ways to keep written records of "what works for me" in

different classroom settings and ways to optimize learning styles with a variety of teaching styles. Talking to

high school students with visual impairments, being around people with a positive, "can-do" attitude, and role-

playing helped to give the eighth graders practice using a variety of strategies. Growing from mistakes, solving

problems collaboratively, and learning to give and accept praise and criticism occurred as a result of this

project.

This student-centered project, which could be used in a variety of school settings and with a wide range of

disabilities, will continue throughout high school and will provide important documentation of student growth.

Revision will occur at least annually, or on an as-needed basis; the students will select the contents for each

section. The self-advocacy portfolio serves as the basis for the IEP transition plan, which focuses on career

information including interests; strengths and capabilities; challenging, yet attainable vocational goals; and

activity-based goals. Adding photos or videos; notes on observations of mentors in areas of interest; ideas

about internships; comments by teachers, parents, rehabilitation workers, and employers; and selected journal

entries related to vocational goals would strengthen the portfolio.

SUMMARY

Students with visual impairments need to know how to assess themselves, set educational and vocational

goals, understand what accommodations work best for them, learn how to use resources and make requests,

and determine how to solve the inevitable problems that will arise in high school. Ongoing instruction in self-

advocacy skills helps students prepare for success as independent adults in the work world, as evidenced by

these evaluative comments made by the four students at the end of the first year of the project.
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Student One. "Different things work with different teachers. I am not afraid to ask for the things I need to

learn."

Student Two. "When people look at me they sometimes don't believe that I am blind and have many

challenges. My teachers have tried to describe my vision to others, but I think it is better if I explain my own

disability."

Student Three. "Job exploration is very important, but self-motivation is the key."

Student Four. "I get this very good feeling when I feel like I'm independent. In real life you have to step out

for yourself and say, 'This is what I need help with.'"

REFERENCE

Brinckerhoff, L. C. (1994). Developing effective self-advocacy skills in college-bound students with learn-

ing disabilities. Intervention in School and Clinic, 29, 229237.

New Teacher Series:

Getting Started with Activity Routines

Ann Rash and Nancy Toelle, TSBVI Outreach

The most important tool in the TVFs toolbox when working with MIVI students is collaborative consulta-

tion regarding activity routines. A well-written routine will incorporate aspects relating to all disciplines work-

ing with the child: occupational therapist, physical therapist, speech therapist, teacher of the visually impaired,

teacher of the auditorially impaired, classroom teacher, parent. Remember the overriding purpose of activity

routines is to provide the child with a pleasurable experience that they will want to participate in, will antici-

pate, and communicate about. Also keep in mind that the very first step to implementing routines is to build a

relationship with the classroom teacher and assistants so that they will be open to trying this approach.

Though we feel strongly that activity routines are appropriate for all MIVI students, we recommend that for

your first trial you select a student who: attends school regularly, has a teacher who is willing to try new

techniques, has demonstrable likes and dislikes and has periods of alertness during the school day.

STEPS FOR INCORPORATING ACTIVITY ROUTINES INTO YOUR PRACTICE:

1. Informal assessment of the student:

• Appetite and aversion inventory. Make a list of the student's likes and dislikes. For example: water

play, singing, being held closely, vigorous movement, cuddling, food. This information should come

from those most familiar with the child, including parents. The key to this step is to use the activities

liked by the child and avoid the dislikes.

• Biobehavioral states. When is the child awake and alert for learning? Ask classroom staff and

parents to make note of the child's most alert times of day. Learning cannot occur if the child is

distressed, hungry, or asleep.

• Orienting reflexes. Determine what calms and/or alerts the child to be ready to learn.
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2. Writing the routine:

• Develop a trial routine based on the child's likes as found in the informal assessment information.

• The TVI, classroom teacher, and other related staff available draft a script of the steps for a sample

routine, including: positioning, spoken language/sign to be used, location and materials.

• The group agrees on an activity that is highly pleasurable, simple to do, brief, and fits easily into the

classroom schedule, and is well within the child's current range of abilities. Once an initial routine is

learned, steps can be incorporated to increase the level of challenge.

• A routine is developed with a note taker being responsible to produce copies for all (frequently the

TVI).

• Once a copy is in hand, circulate it to any member of the team who was absent to make sure issues

relating to their discipline are addressed properly (positioning, language, etc).

Set a date to give the routine a try and see how all the steps work and make revisions, as needed. nh

Produce a final, revised routine. W

3. Implementing the routine:

• The routine will need to be done at least once daily (or as frequently as the child is in school) at the

time that it fits in the schedule; can be done exactly as scripted, always in the same location, and

with the same materials. Remember, the goal is to build memory and anticipation! H

The final routine should be demonstrated and practiced with whomever will implement it. CJ1

• Pick a date to begin that is not before a holiday or when student will be absent for a prolonged

period.

• Start the routine and pay attention to the child's responses to each step: both of you should be enjoy-

ing it. Look for: anticipation, participation, pleasurable response, and effort to communicate a desire

to continue.

• Keep in mind that you will be establishing a baseline for this child's ability to learn a new routine

and that we simply don't know how long that will take. Be prepared to stick with it; don't give up.

Once this routine is firmly established, develop another pleasurable routine, following all the guidelines

presented above. This sets the stage for choice making and incorporating these activities into a calendar or

schedule of meaningful activities for the child. Eventually, you will be able to sandwich a not-so-pleasurable

routine (tooth brushing, face washing) in between highly pleasurable ones.

SAMPLE ACTIVITY ROUTINE:

Rocking with a young child (consult with speech therapist regarding the signs for "more" and "finished"):

1. Start by going up to the child with pillow, blanket or other object prompt and say, "Let's rock!" and

help them make a rocking movement with their hands/arms.

2. Take the child to the rocker (plain chair or place on the floor where you can rock slightly if no rocker

is available).
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3. Say, "Let's sit in the rocker (chair/floor)," and seat yourself and the child with the pillow or blanket

touching the child.

4. Start rocking and sing a rocking song, such as "Rock, Rock, Rocking with Amy". Sing the line three

times before saying, "STOP!"

5. Stop and wait for 15 seconds to see if the child indicates in any way that he/she wants to continue.

6. Ask "Do you want more?" You may help the child make the sign for more.

7. Repeat the rocking, singing, and the STOP several times, as long as the child is enjoying it and is

engaged.

8. Look for anticipation, participation, communication, and enjoyment on the part of the child.

9. When ready to end, say "We're finished (or all done)," help the child make the finished sign, and get

up from the chair immediately.

SUGGESTIONS FOR OTHER SIMPLE ROUTINES:

Cuddling - object prompt could be a blanket or stuffed animal

Water play - object prompt a water toy or bottle of liquid detergent to make bubbles

Hand lotion - object prompt a pump lotion bottle

Brushing - object prompt a soft therapy brush (check with OT before implementing)

Bouncing - object prompt therapy ball

Music - object prompt switch to turn music on

Play with vibrating toy - object prompt is toy

SAMPLE IEP OBJECTIVES TO SUPPORT THE USE OF ACTIVITY ROUTINES:

These objectives could be implemented by the OT, PT, SP, AI, O&M, TVI, and classroom staff

• Will demonstrate anticipation in the use of 10 familiar objects used in daily routines by appropriate

associated actions.

• Will demonstrate anticipation of the next step in specified daily activity routines.

• Will actively participate in specified daily activity routines by movement, communication, use of

vision and hearing. (Massage, brushing, switch use, diapering, position change, feeding, and play.)

RESOURCES FOR MORE DETAILED INFORMATION:

Communication: A Guide for Teaching Students with Visual and Multiple Impairments, by Linda

Hagood.

Teaching Students with Visual and Multiple Impairments: A Resource Guide, by Millie Smith.

Calendarsfor Students with Multiple Impairments Including Deafblindness, by Robbie Blaha.

Search the TSBVI Web site for more articles from See/Hear.
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Strategies for Using Voice Output Communication Devices

With Children who are Deaf-Blind

By Maurice Belote, Project Coordinator, California Deaf-Blind Services

Reprinted with permission from reSources, published quarterly by California Deaf-Blind Services

WHAT IS A VOICE OUTPUT DEVICE?

A voice output device is an electronic device that "speaks" for a child. When activated by the push of a

button or using an adapted system, the child can expressively communicate one or more messages. The

messages are recorded specifically for that child, so that they are relevant to the child's needs and environment.

These devices are typically commercially produced by manufacturers in the field of augmentative communica-

tion systems. Voice output devices have been used successfully by many individuals with combined vision

and hearing problems, and there are instances where the use of a voice output device has provided a child or

young adult with their first true success at expressive communication using a formal system. The device **

becomes an important component of the child's expressive communication system, along with other possible
Jjjl

expressive modes such as speech, objects, signed communication, pictures, gestures, etc. The touch pads on Q
these devices can have printed words, line drawings, photographs, textures, objects, or any combination of Q
these to represent the contents of each recording.

WHAT ARE SOME STRATEGIES TO CONSIDER WHEN USING VOICE OUTPUT DEVICES?
f

The following are some strategies that may be helpful when using voice output devices. Throughout these

strategies, the term "user" will be used to refer to the individual who uses the voice output device. j>

1. Give careful consideration when choosing the person who records the messages. When possible,

choose someone of the same sex and near the same age of the user. For users who are hard of hearing

and young, however, don't choose a child who is so young and has a voice so soft that it will be difficult

for the user to hear it.

2. Make certain that the person who records the voice isn't someone known to the child. It can only truly

be the user's voice if the recorded voice is a neutral party. It isn't likely that most users want parents,

siblings, or teachers to be their voice, except in occasional situations when no one else is available and

a message is needed on the spot.

3. Pay close attention to any slang or vernacular used in the age group of the child, the use of which will

give warmth and personality to the child's communication.

4. It is extremely important that the device never "speaks" if the user isn't the one who has pushed a

button to make it speak. It is very confusing to a user to hear his or her voice output device say

something that he or she didn't intend. For example, imagine a child sitting in his classroom and then

hearing his voice output device from across the room say "I'm thirsty; I want some juice please." The

child's reaction may be to think, "Wait, I never said I want juice

—

I'm happily involved in an activity

right now!" If a service provider or family member needs to test the device, check its power, etc., the

device should briefly be taken somewhere where the user won't hear the voice activated by others.

5. The user must have access to the device at all times. Opportunities for communication occur through-

out the entire day. For some users, having a voice output device might provide them with their first real

success at formal expressive communication and, while temporarily relishing the newfound power and

control over their environment, they may activate a message over and over. In these instances, we

might be tempted to put the voice output device on a shelf out a reach of the user, but we can't do this.

Taking a user's voice output device away because it is annoying to us would be like taping a verbal
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child's mouth closed because the child says the same thing over and over throughout the day. Instead,

think of these situations as great teachable moments to reinforce the use of schedule/calendar systems,

and explain to the user that while it may not be the appropriate time to do whatever it is the user wants,

there may be an opportunity later in the user's schedule.

6. Children are naturally curious, and the classmates and/or siblings of the child with the device will

probably want to touch, play with, and explore the device when it is first introduced to the classroom

and/or home. In fact, there are some children who simply will not think about anything else until they

have had a chance to touch the device. To satisfy their curiosity, give these children an opportunity to

play with the device, perhaps during a morning circle activity or for a half-day in small groups. Make

sure that the user is either a direct part of this or out of hearing and vision range to know its happening.

After this activity, the other children can be told that they have had their opportunity, and they are never

again allowed to push a button to make the device speak. Of course, if they're assisting the user to use

the device effectively, that is another matter—we want to encourage natural peer supports whenever

possible.

7. It will be necessary to teach the user how to use the device, but this instruction must be conducted in the

context of naturally occurring, meaningful activities. It will be confusing to the user if he or she is

expected to participate in drill activities in which the device is used purely for instruction.

8. When choosing the phrases/messages that will be included on the device, try to consider meeting

everyone's needs, including the users. For instance, if a device only has nine possible phrases, it may
be tempting to fill all nine with phrases that make life easier for caregivers and service providers, such

as "I need to use the restroom". If the user has a particular interest, e.g., a favorite pet, a hobby, a

collection, family members, a favorite place or activity, consider including a message or messages

about these interests. Similarly, think about the user's age, and what other children at that same age are

interested in. Be sure to include some of these interests on the device as well. This will give the user

something to use as an icebreaker or conversation starter with peers.

9. For users who do not have enough residual hearing to hear what the device says, the team may want to

adapt the device with a signal (light or vibrator) that lets the user know the device has "spoken" effec-

tively. For example, it would be frustrating and counter-productive for a user to think their device has

"spoken" when in fact the device's battery is dead. In this case, the user would be waiting for a

response from their communication partner, and be confused by this lack of response.

Update: Educational Interveners in Texas

by Robbie Blaha, Texas Deafblind Project

Children with deafblindness in early intervention and school settings have unique educational needs due to

the combined effects of their dual sensory loss. As result, the families and educators who comprise the IEP

teams must have information about deafblindness to develop and implement an appropriate IFSP or IEP.

Paraprofessionals can play an important role in this process.

Services are more effective when paraprofessionals have training and skills in the area of deafblindness and

clearly understand their role on the child's educational team. The Texas Deafblind Project continues its efforts

in supporting and expanding effective paraprofessional services. A critical part of this effort is the focus on the

Intervener Model. An intervener is a paraprofessional with specialized skills and training who is designated to

provide direct support to a student with deafblindness for all or part of the instructional day, supporting the rest

of the team in implementing the student's IEP.
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WHAT'S HAPPENING WITH THE PARAPROFESSIONALS SERVING THE STUDENTS WITH
DEAFBLINDNESS IN TEXAS?

The Texas Deafblind Project is funded by the U.S. Department of Education to support and train people

involved with students who are deafblind. Project activities include developing training products for and

about interveners, tracking interveners in Texas, providing training for interveners, and participation in na-

tional activities regarding the use of interveners. The following is a snapshot of what is happening this year.

HOW DO YOU IDENTIFY THE TRAINING NEEDS OF INTERVENERS?

One product developed by the Project is a list of competencies, or skills and knowledge, every intervener

should have to work effectively. This allows interveners and those on their teams to evaluate what training is

needed to help the intervener support students who are deafblind better. This document is tailor-made for

interveners in Texas, and is based on information developed and used around the country.

Each intervener identified in Texas is asked to fill out the competency form, keep a copy, send one copy to r§

a local administrator, and mail another copy to the Texas Deafblind Project. The Project looks at the needs

revealed in the competency forms when designing statewide training activities. The Project is also beginning

to explore the possibility of training interveners for college credit in Texas.

>
This year the Deafblind Specialist at each Education Service Center (ESC) will be mailed a summary of the

needs indicated by the Interveners in his/her region. This can help guide the training at the regional level. So

not only do these competencies give districts a way to track progress of their staff, but they help guide technical

assistance efforts around the state. The competencies for each intervener are updated annually. New compe- j>

tency forms have been mailed this fall to participating districts. If your school district is using an intervener Q
and interested in participating, contact the Texas Deafblind Project for more details.

WHAT TYPE OF TRAINING RELATED TO DEAFBLINDNESS IS AVAILABLE TO THE IN-

TERVENERS AND OTHER PARAPROFESSIONALS SERVING THIS POPULATION?

The biannual Texas Symposium on Deafblindness offers a variety of topics that have been requested by

interveners and their teammates. Eighteen interveners/paraprofessionals attended the 2001 Symposium, and

we hope to see even more in 2003. An award for the Outstanding Intervener will be presented during the

closing general session. Also, this year there will be a working luncheon for interveners during the symposium

to support networking and information sharing. On years opposite the Symposium, there is a statewide inter-

vener conference in the fall. To participate in this, the intervener must have a current set of competencies on

file with the Project, and attend with a professional from the educational team.

Workshops on deafblindness are offered at many of the Education Service Centers as well. Contact the

Deafblind specialist in your region for dates and topics. You may also check TSBVI web site for a list of

trainings in other regions. Another option for training is onsite technical assistance regarding a particular

student. Information on this type of training may be obtained from your ESC Deafblind Specialist or the Texas

Deafblind Project.

By the way, interveners don't just attend training; sometimes they provide it to others. Three of the current

interveners have presented with their teams at statewide trainings over the past several years.

WHERE ARE INTERVENERS BEING USED IN TEXAS?

The Texas Deafblind Project database lists interveners in 14 of the 20 regions of Texas. Interveners are

identified in a variety of ways. The Texas Deafblind Census form asks if an intervener is assigned to each child
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reported. Interveners are also identified by a call from a district or an ESC deafblind specialist. The Project has

a database tracking intervener location and training.

CONCLUSION

The Intervener Model is gaining recognition and being used more frequently throughout the state and coun-

try. A national position paper on interveners was developed, reviewed, and made available from NTAC
<www.tr.wou.edu/ntao. Materials on interveners in Texas are available from the Texas Deafblind Project

<www.tsbvi.edu>. For more information, or to take part in intervener training opportunities, contact the

Texas Deafblind Project at (512)206-9242.

z

Out of the Corner and into the Class:

The Role of the Intervener with Deafblind Children

By Beth Fox

Reprinted with permission from V I B RA T I O N S newsletter of Colorado Services for

Children Who Are Deafblind, Fall 2001 Edition: Focus on Interveners

o

ft.

VIBRATIONS Editors Note: Beth attended the 2001 Summer Institute on Deafblindness and this is the

paper she turned infor university credit. Beth captured many key points that were made by Linda Alsop during

the two-day training. Thank you, Beth, for putting your notes in such an easy to readformat about the role of

interveners.

WHO IS THAT CHILD SITTING ALONE IN THE CORNER OF THE ROOM?

It may be a child who is deafblind. Deafblindness is a complex disability, which is characterized by a

combined loss of vision and hearing. The vision and hearing loss is compounded exponentially when there are

additional disabilities to create extreme challenges in the areas of communication, development of interper-

sonal relationships, behavior, sensory integration, and motor and cognitive development.

WHY DOES THIS CHILD NEED EXTRA HELP BEYOND CONVENTIONAL SPECIAL EDUCA-
TION?

Due to the child's dual sensory loss, she lacks access to information. This challenge may prevent the child

from interacting with her environment and encourages isolation and internalization with focus upon self-

stimulation. The less a child interacts within her environment, the fewer chances she has to learn.

WHAT WILL IT TAKE TO HELP MOVE THE CHILD FORWARD AND CLOSER TO HIS OR
HER CLASSMATES?

A person who can consistently bridge the gap of sensory deprivation so that the child can receive informa-

tion and become linked to the world around her is needed. This person is called intervener. The intervener can

provide information to child so that she may better understand her environment and act appropriately within it.

The intervener serves to interpret information from the child and also acts as a conduit for communication

between the child and others. An intervener could be described as a consistent filter, communication cable,

facilitator, or bridge.

An intervener does not control, create dependency, make decisions for the child, or stand as a barrier be-

tween the child and others.
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IS THE INTERVENER PRESENTED WITH MANY CHALLENGES IN ASSISTING THE CHILD
ALONG THE PATH TOWARD HIS CLASSMATES?

The intervener must learn all about the child who is deafblind and appreciate her uniqueness. This person

should have a secure understanding of the child's vision and hearing and how information is received. Much
time will be spent learning about the child's personal system for information exchange. These things will be

the basis for building a communication system that will eventually link the child to her environment and the

people who are active within it.

WHY IS THIS INTERFACE BETWEEN THE CHILD AND INTERVENER SO IMPORTANT?

A monitor and keyboard are cabled to a CPU of a computer so that information can be entered and returned.

These pieces are not unlike the relationship between an intervener and the child with combined vision and

hearing loss. The child, like the CPU, is a full of power but can only make an impact with the proper access

pieces, otherwise, it will be left in the corner and the potential to positively impact the environment will be left

undiscovered. j
7*

HOW WILL THE INTERVENER GUIDE THE DEAFBLIND CHILD TO THE MIDDLE OF THE
ROOM?

The child will gravitate toward her peers through learning. Curiosity equals learning and the intervener can

fuel the child's motivation for curiosity. The intervener will help the child understand concepts and facilitate

this transfer from the home environment so that concepts may be generalized to a variety of situations. The

intervener ensures that the child has access to the results her trial and error learning so that education can occur. __

The constancy of the intervener will discourage stress in the child and allow her to learn more easily. ^

CAN THIS CHILD EXHIBIT BEHAVIOR THAT IS SUITABLE FOR A CLASSROOM SETTING?

An intervener can chart behavior so that it can be understood as a means of communicating why the child is

frustrated, hurt, etc. "Inappropriate" behavior is generally due to lack of information. Once the behavior is

understood and communication systems are established then the proper information can be conveyed to the

child.

HOW WILL AN INTERVENER SIGNIFICANTLY IMPROVE THE LIFE OF A DEAFBLIND
CHILD WITH REGARD TO THEIR PEERS AND CLASSROOM EXPERIENCES?

An intervener can include a child with combined vision and hearing loss in class activities and limit prob-

lems of isolation by providing information to child and allowing her to interact with classmates. The intervener

plays an important role in facilitating introductions of new people to the deafblind child and, over time, can

release child to the new person. An overwhelming portion of learning is tertiary (comes from simple observa-

tion) and this incidental learning does not occur in individuals with sensory deprivation unless an intervener is

constantly present to inform the child about who or what is around her and what is occurring with these people,

situations, or objects.

IS THE INTERVENER A CLASSROOM TEACHER?

The intervener is not the classroom teacher but provides no less a vital service than his or her counterpart.

The intervener is under the direction of the teacher and the relationship between the two must be emotionally

strong. It may take much effort for each person to be able to discuss, explore, and work together to create the

best possible learning situation for the child. The teacher and intervener must respect each other and all people

who work in various roles with the deafblind child. When this practice occurs teachers, interveners, and all

students will meet at the center of the room and will benefit greatly.
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Sexual Health Care - Excerpts from Introduction to Sexuality Education for

Individuals Who Are Deaf-Bind and Significantly Developmentally Delayed

Reprinted in part with permission from DB-Link

By Kate Moss, Education Specialist, Texas Deafblind Outreach

Editor's Note: In September of 2001, DB-Link published a book, Introduction to Sexuality Education for

Individuals Who Are Deaf-Bind and Significantly Developmentally Delayed, that was written by Robbie Blaha

and Kate Mossfrom the Texas Deafblind Outreach Project. Whatfollows is an excerpt of Chapter 8, Sexual

Health Carefrom this book. The entire book is availablefreefrom DB-Link in a PDFfrfe version that can be

downloadedfrom their website at <http://www.tr.wou.edu/dblink/pdf/sex-ed.pdf>. Ifyou do not have internet

access, you can request a copy in printfrom DB-Link by calling, writing, or emailing to:

DB-LINK Teaching Research

345 N. Monmouth Ave.

Monmouth, OR 97361

Voice: 800 - 438 - 9376, TTY: 800 - 854 - 7013, <dblink@tr.wou.edu>

ISSUES FOR THE CHILD OR YOUTH WITH DEAFBLINDNESS

• Certain etiologies may have implications for sexual health.

• A child with deafblindness and significant developmental delays may not be able to successfully

communicate problems about his or her health.

• These individuals may be uncooperative about participating in medical procedures and exams.

1 • Sexual contacts with others may lead to pregnancy or sexual transmitted disease.

O ISSUES FOR PARENTS AND PROFESSIONALS
**
H
2 • Parents and professionals may be focused on more demanding medical needs.

Z
O • Like the rest of society, parents and professionals may view the child or young adult as asexual.

• Families may look to professionals for help in addressing sexual health issues. (Editor's note: Often

§ these professionals, even medical professionals, may not know what to suggest for the child who is

2 deafblind with developmental delays.)

Q
Z, • Education and rehabilitation professionals may feel unprepared to address these issues.

en
• Both families and educational or rehabilitation professionals may be unaware of the laws related to

medical consent, birth control, surgical sterilization, or pregnancy.

GUIDELINES FOR INSTRUCTION AND INTERVENTION

Acknowledge your child's sexual health needs

The first step towards acknowledging your child's sexual health needs is to remember that your child is

sexual rather than asexual. Until you can begin to see your deafblind child as a person who is a sexual being,

you can easily overlook his or her needs in this area. Remember that this is the aspect of physical development

in which your child is most likely to resemble typical peers.
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Advocate within the medical community to ensure the provision of appropriate services

As a parent or caregiver, you will need to become familiar with the types of medical exams that are appro-

priate for an individual your child's age. Search for a doctor who is willing to collaborate with you in planning

for these examinations and who will give you and your child the extra time and attention that may be needed.

Talking with other parents of children with special needs may help you to locate the kind of physician you

want.

Just as you plan for vaccinations, regular dental exams, and other routine wellness activities, include plan-

ning for exams that address your child's sexual health. Your doctor or nurse can provide some timelines for

when these exams are typically done. They should include pelvic and breast exams beginning in your

daughter's late teens. As she ages (about age forty) mammograms are recommended. Your son should have

regular testicular exams. As he ages (about age fifty) you may want to include prostate exams as well. Discuss

with your doctors what is involved in these exams, the age that is recommended for beginning them for a

person without disabilities, and how frequently they should be repeated. They should be included as part of

regular physicals for the individual with deafblindness and significant developmental delays.

Understand how the etiology affects sexual development and sexual health

There are specific syndromes that may result in deafblindness, and many of these have aspects that affect

sexual development and sexual health. Some syndromes may typically have early onset of puberty; others may
result in delayed puberty or puberty that is absent without hormone therapy. Some syndromes have behavioral

characteristics that result in excessive anxiety or pain. These behavioral traits may escalate with the onset of

puberty, the pain of menses, and so forth. Get as much information as possible about the impact of your child's

etiology on his or her sexual development and sexual health. Make sure your doctor and other caregivers are

aware of these issues too. Good resources for finding this type of information are national support groups or

foundations that focus on particular syndromes or conditions or NORD (National Organization for Rare Disor- ^_
ders). ^

*!
Z

Share a complete family medical history with your doctor O
SC

The child with deafblindness and developmental disabilities does not escape increased risks for medical ©
conditions that may hereditary. For example, if there is a high incidence of ovarian cancer in your family's ^
history, your physician should know that information. It may not mean that your deafblind daughter will have 9S

ovarian cancer at some time, but just like your other daughters, she may need to be watched more closely for q
the condition. Also, a thorough family medical history may be helpful in determining safer birth control medi- a
cations and may have impact on other types of medical treatment. ^

©
Know the laws that relate to managing your child's sexual health

|g

Children in this group may never be able to manage their own health or make independent decisions about

birth control, reproduction, pregnancy, medical intervention, and so forth. However, parents should not as-

sume that they always call the shots for their child. There are certain health-related issues that can be addressed

by a parent only until the child turns eighteen. At that point, some type of guardianship may give parents partial

control over medical interventions. It is important to know your state's laws about medical decisions that are

specific to sexual health. For example, there are abortion laws specific to every state. If your daughter were to

become pregnant, you may or may not be able to make a decision for her about an abortion. Additionally,

surgical sterilization may not be permitted just because you request it. Although many parents feel that this is

the appropriate way to ensure the deafblind child' s health, there are some important legal considerations of

which parents should be aware related to this issue. The American Academy of Pediatrics' Committee on
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Bioethics advises that physicians be aware of state law dealing with the age of consent and the sterilization of

minors with developmental disabilities. They write:

The age of consent, including thatfor surgical procedures, variesfrom state to state. Some minors may be

old enough under applicable laws to be considered eligible to agree to sterilization if otherwise capable of

doing so. In such cases, a careful clinical assessment of decision-making capacity must be performed by a

professional skilled in and experienced with evaluating the capabilities ofpersons with disabilities, such as a

psychiatrist, licensed psychologist, social worker, or pediatrician. Adolescents who have been declared by

judges to be mentally competent for the purpose of accepting or refusing sterilization are entitled to make

whatever decision they believe furthers their own interests. In some states, laws or court precedent forbid

procedures aimedprimarily at accomplishing sterilization solely on the authorization ofparents or other legal

guardians consulting with appropriate physicians and surgeons. When the involved parties believe surgical

sterilization to be the best option, application to the courts may provide the only lawful means to accomplish

that goal. Physicians and surgeons should befamiliar with the law that applies to the jurisdictions where they

practice.

Committee on Bioethics, American Academy of Pediatrics

Disabilities, Pediatrics, August, 1999, 104(2) p337-341.

Sterilization of Minors With Developmental

The laws related to sexual health, consent, and personal liability can be overwhelming to both parents and

caregivers. It is understandable that they may sometimes feel it is easier to avoid the issue altogether. After all,

maybe nothing will happen. It is important to remember that failure to address a child or young adult's health

needs may be considered neglect. Parents and other caregivers must understand their responsibilities and limi-

tations under the various federal, state, and local laws.
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Typically your doctor should be able to help you get this information. Other resources include lawyers who

are experienced in guardianship issues; national, state and local Association for Persons with Mental Retarda-

tion (ARC), your state's child protection and advocacy agency, and your state's parent training and informa-

tion center. For your protection, as well as for the protection of your deafblind child, learn what your state laws

are related to managing your child' s sexual health. If you are a professional working with an adult residential

program, your program should have very clear policy relating to the management of clients' sexual health-care

needs. This includes defining how decisions about medical treatment, birth control, consensual sex, and preg-

nancy will be handled, the rights of the parents/guardian, and the rights of the individual with deafblindness

and additional developmental disabilities.

Tap into the expertise of seasoned professionals and parents with older children

Parents can feel very alone when trying to manage their child's sexual health. It is always helpful to talk to

another parent who has already dealt with these issues. He or she may not have the answer that is right for you

and your child but may be able to help you clarify your concerns and point you in the direction of resources.

Parent support organizations such as National Family Association for Deaf-Blind (NFADB) or ARC, state-

level support groups, and local groups are a good place to go to make these connections.

There are also educational and medical professionals who are knowledgeable about issues and resources.

Bring your concerns to your child's educational or rehabilitation team. Talk to your family doctor, Planned

Parenthood, or school nurse. The more you know, the easier the decisions will become and the better your

choices will be. Silence and worry will not get you or your child with deafblindness very far. Educational and

rehabilitation professionals should also make use of these resources. The more information they have, the

better prepared they will be to help the family and the young adult with these issues.
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Include IEP goals that help prepare for medical examinations

Like any other area of sexuality, managing sexual health issues is a skill that an individual with disabilities

needs to live a happy and healthy adult life. It is appropriate to focus on skill development related to these

needs as a part of the child's educational program. The goals of instruction should be very limited. Typically he

or she will not be making decisions about birth control, medical procedures, and so forth. Instead the goal for

instruction should be to reduce anxiety and to gain better cooperation during examination and treatment.

Develop concepts

There are specific concepts that the child with deafblindness and significant developmental delays will need

even if he or she is not capable of participating in sexual health-care activities. For example, not understanding

what is happening during a medical examination of any kind can be traumatic for the child. Learning concepts

such as "penis," "vagina," "breast," "doctor," "nurse," "examination table," "calm," "wait," "touch," "lie

down," "temperature," "blood pressure," and so forth are important. If the child understands these concepts it

will be easier to explain what will happen during an examination.

Release staff to support the child during the examination

At the family's request, schools should consider allowing release time for staff to support families during

these exams. This experience is one that can be used by educators and parents to work on many important life

skills for their child or young adult and it will involve some planning. For some school programs, it may also

require persuading higher-level school administrators to support the effort. But the benefits to the medical

staff, the family, and most importantly to the child are worth it. Since participation in medical examinations

and procedures is probably certain to be a regular part of deafblind individuals' lives, this level of instructional

support leads to important adult outcomes.

Take a distraction to the exam

Bring along a favorite toy or object to distract the child when he or she becomes anxious during a doctor z
visit. For example, one young woman was very fond of plastic flowers. When she arrived at the doctor' s office, 2
her parent gave her a new bunch of flowers to hold in her hands. They talked to her to keep her attention O
engaged on the flowers rather than on the doctor's activities. a

When the exam is finished, help the child deal with his or her feelings q
as

These examinations have a big impact on some children and young adults. It is important to take time after O
the visit to talk about what happened. Collect items from the visit that can be used in a story bag or box to H
review what happened, then placed in a finished box on a calendar. This often helps the child know that the O
exam will not happen again today, and allows everyone to get back to a normal routine. For children who are cc

able to use more sophisticated calendar systems, looking forward in time to discuss that there are no more ^—

"

examinations scheduled in the near future can be helpful as well. Set aside opportunities to review and share

the experience, affirming what has happened, how well the child did, and that the exam is finished.

Use Routines

Developing a routine around a visit to the doctor can reduce anxiety for the child. This type of routine is

good for any kind of visit, not just ones related to sexual health. Before you take the child in for a particular

examination, find out what will happen during this visit, and incorporate the details into a step-by-step routine.

Practice the routine by going through some of the steps with the child. For example, practice changing into

an examination gown, having his or her blood pressure checked, and getting on and off an examination table.
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The school nurse could assist with the practice of these activities. If you don't have a school nurse, talk to your

family doctor about setting up some practice visits to the office. Ask the school to allow educational staff to

plan an individual "field trip" to the doctor's office. The teacher can then support the child and you in becom-

ing familiar with the examination room and the devices that may be experienced during the visit.

Use calendar systems

If the child uses any type of calendar system, represent the activity with some type of symbol. This can help

the child anticipate when visits might occur and when they are finished. Also if he or she can anticipate a

favorite activity after successfully completing the examination, getting through the event will be easier. For

example, when you sense anxiety building during any part of the exam, you can reassure the child by remind-

ing him or her, "Wait, calm, lie down. Finish, then ice cream." Bring along the symbol for ice cream and show

it to him or her. Don't hesitate to use bribery. This is one time when his or her favorite reward should be a

guarantee.

Develop instructional units for certain children

Some children benefit from a unit related to medical exams. For the student who can categorize and who
already has the ability to represent information in an abstract manner (pictures, print, signing, etc.) the use of

instructional units is important. Since male and female wellness checks (pelvic, breast, testicular, and prostate

examinations) are such a different experience from other types of examinations, the deafblind individual can

benefit greatly from some advance preparation. You could begin an examination unit even at a young age and

limit the focus to temperature, blood pressure checks, and so forth. As the young adult nears the age for a

breast, pelvic, testicular, digital rectal examination, these new aspects could be added to the routine.

Sample Unit on Preparing for a Well-Woman or Well-Man Check

Concepts To Learn:

• Names of the body parts involved in the examination (breasts, vagina, testicles, rectum, etc.) and

other concepts such as doctor, nurse, examination, table, lay down, gown, lamp, calm, wait, hurt,

change, on, off, touch.

• You change into a gown for this type of visit. You will put your clothes back on soon and leave. (For

those individuals who associate the gown with being admitted to the hospital, assure them that there

is no hospital stay involved in this procedure.)

• Other men/women the student knows have these visits as well. (Mom, Dad, the school nurse, the

teacher, Uncle Bob, Aunt Kay).

Activities For Instruction:

• Using an anatomically correct figure, simulate going through the doctor' s visit step-by-step and

discuss. Have the child assist with each step of the activity, and allow plenty of time for him/her to

examine the devices that will be used.

Include the Following Steps for Both Well-Woman and Well-Man Checks:

1

.

Take off the figure's clothes.

2. Change it into a gown.

3. Put the figure's clothes nearby.
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4. Put the figure on the examination table.

5. Complete the basic steps involved in any visit on the figure (taking temperature and blood

pressure, listening to the heart).

6. Tell the figure to "lay down" and discuss how the figure must stay still and be calm.

Steps to Add for Well-Woman Check:

7. Let the student know that the doctor will pull down the gown to check each breast. Discuss in

terms such as, "Wait, patience, calm, doctor okay touch breast." Demonstrate on the figure

and then let the student practice this step with the figure.

8. Put the figure's feet in stirrups. Discuss in terms such as, "Feet up. Wait, calm, doctor okay

touch." Let the student examine how the feet are placed.

9. If the doctor is going to use a lamp, have one there to use. Let the student explore the lamp,

turn it on, and discuss in terms such as "Doctor, light look, okay."

10. Using the figure, show the student that the doctor will be examining the pelvic area and

discuss with her in terms such as "Wait, doctor touch okay, look vagina, hurt little, calm,

patience." (Depending on the student, you may use a swab to insert in the vagina of the figure

and discuss in terms such as "Calm, patience, doctor touch in vagina, hurt little, okay." If

there is a speculum available for the young woman to examine, allow her to do so and

explain how it will be used. Use the correct vocabulary according to child's communication

level: vagina, vulva, etc. You may let the student be the "doctor" if she can make that

association.

1 1

.

Tell the figure and have the child tell the figure, "Finish."

12. Get the figure up, change its clothes, and say good-bye to the doctor.
25

9
13. Talk about where the figure will go to have a special reward for being good at the doctor. Be %

sure to use the reward that will mean the most to the young woman. O
i

Include the Following Steps for a Well-Man Check: Q

7. Lay the figure on the table and elevate the right leg. Discuss in terms such as "Leg up, wait." ©

8. Feel the scrotum area for the right testicle. Discuss in terms such as "Wait, patience, calm,

doctor touch testicle, okay." 25

9. Roll the testicle between the thumb and fingers to examine. Discuss in terms of concepts like

"Wait, calm, patience, doctor hurt little." You may let the student be the "doctor" if he can

make that association.

10. Lower the figure's leg and repeat with left leg.

1 1

.

Tell the figure and have the child tell the figure, "Finish."

12. Get the figure up, change clothes, and say good-bye to the doctor.

13. Talk about where the figure will go to have a special reward for being good at the doctor. Be

sure to use the reward that will mean the most to the young man.
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Other Instructional Activitiesfor Both Male and Female Deafblind students

• Borrow a gown from the doctor. Take the child to the school nurse's office. Have him or her change

into the gown, and place the street clothes on a chair. If possible have him or her get on the examina-

tion table or a couch. Ask the nurse to go through some of the routine checks like taking the tem-

perature and blood pressure, listening to the heart, and so forth. Have the student change back into

his or her clothes. Go for a special reward.

• If the student has enough vision and picture recognition skills, draw sequence pictures that show the

basic steps of an examination and discuss each one. Have the child try to find the correct picture

representing each step, and then talk about it. Arrange the cards in the correct order as you discuss

what happens next.

• Make a field trip to a doctor's office so the student can see the office and talk through what is going

to happen. Take the sequence pictures or object symbols with you and locate the real items (gown,

table, stirrups, swab, speculum, etc.) and discuss what will happen. If possible, meet the doctor and

nurse. Go for a special reward.

• Schedule the visit in the student's calendar so he or she can be prepared for the visit. Note that it is a

special day, but just part of it will be different from normal. Reassure the child that things will return

to normal after the doctor visit is finished.

• After the student is familiar with the process and has the vocabulary, have a familiar same-sex adult

talk with the student about having an examination. Make sure this person is prepared to discuss it

and can focus on concepts and vocabulary the student is familiar with through your lessons. This

adult can assure the student that he or she has had the exam and it was okay. List other people he or

she knows who have had the examination as well. It is also a good idea to let the student know the

examination is "private" so it will not become a constant topic with the general public.

CONCLUSION

Regular attention to a child or young adult's sexual health-care needs is critical. Parents and educators

should make it a focus of instruction and intervention for the child with deafblindness and significant develop-

mental delays. Parents, rehabilitation staff, and other caregivers must be aware of the laws related to managing

sexual health issues, providing birth control, pursuing surgical sterilization, and addressing pregnancy. They

should discuss concerns with the young adult's doctor and plan for his or her needs now and in the future. In

making choices about their child's sexuality, parents can benefit from discussing their concerns with other

parents and with caring professionals from the medical, legal, and educational communities. They should

advocate for quality health education programs as well as the child's right to have good sexual health care.

>
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What Is (Or Isn't) Happening In Texas With the National Agenda
By Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

A few weeks ago a colleague shared with me how excited some of the TSBVI staff were regarding the

presentations at AER in Toronto on the National Agenda. And they were wondering what Texas was doing

about implementation of the eight goals of the National Agenda. And I think the answer was ".
. .not a whole

lot. .
." In fact, Texas AER decided some years ago to take on one or two goals at a time. And we did well the

first few years—we took on goals 6 (assessment) and 7 (materials on time), and Texas looked good on those

two. But, it seems that we have lost our focus and momentum with regard to the National Agenda. There are

eight goals, and we in Texas aren't doing so well on the other six. Or maybe it's that we don't know how we're

doing!
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This article will begin a series in See/Hear. For this issue, I am including a recent one-page flyer developed

by the National Agenda for local and regional directors of special education (page 30). If you haven't seen this

before, I urge you to duplicate it and get it into the hands of special education administrators that you know.

Along with this flyer, the National Agenda has two new publications: "The National Agenda: A Parent's

Perspective," and "The National Agenda: A Teacher's Perspective." Both of these, as well as the

Administrator's flyer, can be downloaded from the TSBVI website. Just go to <www.tsbvi.edu>, pull up the

National Agenda home page, and you'll find all three.

In the next issue of See/Hear, I'll have a guest author write about the parent's perspective.

Doing Common Things in an Uncommon Way
By Terry Murphy, Executive Director, Texas Commission for the Blind

It's hard to believe that four years have gone by since I was first asked to contribute to See/Hear each

quarter. As I am writing this article, we are once again in the beginning stages of the biennial appropriations

process. Number crunching and negotiating performance goals with the Governor's Office and Legislative

Budget Board are starting to dominate my thoughts and plans because my primary responsibility as executive

director is to secure an adequate budget for services to blind Texans.

Because there are already signs that this could be the tightest budget year in over a decade, the stress is

already building in state health and human services agencies. That's why it was so great today to get a few e-

mails from staff to break into all the administrative matters and bring balance to my thoughts. The first was

from a blind children's specialist who shared a picture she'd taken of a young consumer perched on his tricycle

that had been specially outfitted for his mobility needs. Dad, little sister, and the specialist were alongside for

his inaugural confidence-building excursion down the rural neighborhood sidewalk he could not see clearly.

The second was from our staff in Lubbock, reporting on the results of our collaborative camping project with

several Education Service Centers and TSBVI Outreach. Twenty-nine youngsters spent five days hiking and

camping. When asked what they were most proud of, remarks included: "making new friends," "learning to

pitch a tent," "making it all the way on the long hike," "finding the bathroom by myself."

The next e-mail was from an instructor at CCRC. She was relaying her experiences with six center consum-

ers ranging in ages from 19 to 40 who had gone "rock climbing" the evening before in a local gym. Two of the

six were totally blind; four had a little vision. Challenged by the two to see who could get to the top first, the

other four donned blindfolds and climbed to the top of at least one 15-foot wall, exhibiting their willingness

and growing confidence to tackle new skills. They had a lot of fun testing their strength, balance, trust, and

endurance.

That information alone was enough to make me wish I'd been there climbing with them, away from budgets
j£j

and meetings, but what followed in her e-mail inspired me even more to fight for adequate funds to continue at ^j
full tilt our confidence building activities I wrote about in my first See/Hear article four years ago. When the ^j
six consumers arrived at the gym, there were many other people there. As the six began their team climbing, Cfl

some teenagers in the community began to ask them questions. They asked about their blindness, about the Oo

blindfolds some of them had with them, and about Criss Cole. Each of our six consumers cheerfully answered

their questions and then challenged the kids in this particular group to try climbing with a blindfold to "see

what it's like." The kids and young adults around spent the evening exploring the rock wall wearing blindfolds |TJ

and talking with our consumers. The guy leading the training and working the desk even tried it. ^J
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Legislators have a tough job ahead of them this coming session. I wish all of them could have experienced

the face on that youngster trying out his wheels for the first time, the excitement of those young blind and

visually impaired campers assembling tents, and the pleasure the rock climbers had in sharing -their skills at the

gym. This is what confidence-building services are about - discovering new ways to accomplish goals without

vision and gaining the confidence to encourage others. There's no better substitute than experiencing first-

hand the stories these kids and adults have to tell about themselves.

Have a wonderful fall, and remember: "When you do the common things in life in an uncommon way, you

will command the attention of the world." - George Washington Carver

Are All Your Students with Visual Impairments

Receiving Appropriate Services?

An Update on the National Agenda for the Education of Children and Youths

With Visual Impairments, Including Those with Multiple Disabilities

THE FACTS

• Although you may have only a few children with visual impairments in your school district, you are

obligated to serve them appropriately under the Individuals with Disabilities Education Act (IDEA).

• IDEA mandates that a continuum of placement options be made available to all students with visual

impairments and that districts make students and their families aware of those options.

• Early intervention can improve the educational outcomes for these children.

• Visually impaired students need to learn disability-specific skills such as reading and writing with

braille or using low vision devices, travel skills, career education, and independent living skills

—

from specially trained and certified Teachers of the Visually Impaired and Orientation and Mobility

Specialists (COMS).

• Access to instructional materials in appropriate formats is critical to assuring educational progress.

w
>

WHAT MUST BE DONE?

• Offer an array of service delivery options for children with visual impairments.

• Support opportunities for partnerships among parents, the medical community, and school personnel

that address early detection and services for children with visual impairments.

• Ensure that a person with expertise in visual impairments is available to all students including those

in early intervention programs.

• Support the efforts of higher education facilities that train teachers to work in the field of visual

impairments and hire their graduates.

• Ensure that teachers who work with children with visual impairments have reasonable caseloads so

that special skills can be taught to support educational programming.

• Be aware of community resources, including rehabilitation agencies, consumer and parent organiza-

tions, as well as businesses, that can supplement your educational offerings.

• Know the professionals in your area who have expertise in visual impairments—and use them!
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• Provide in-service training opportunities for staff who may work with visually impaired children.

• Require efforts to provide timely access to quality materials in braille, large print, and taped formats.

• Ensure that children with visual impairments receive comprehensive assessments under the guidance

of personnel trained in visual impairments.

• Require the teaching of disability-specific skills to students with visual impairments.

HOW CAN YOU GET MORE INFORMATION?

• Visit the National Agenda for the Education of Children and Youths with Visual Impairments,

Including Those with Multiple Disabilities web site at: http://www.tsbvi.edu/agenda/index.htm

(includes contact information for your state coordinator and the OSEP Policy Guidance Paper).

• Contact your state's special school for the blind or visually impaired. If you are unsure of how to

reach a special school, call Dr. Phil Hatlen at 512/206-9133; e-mail to: <philhatlen@ tsbvi.edu>.

This material was prepared by participants in the National Agenda effort, which is endorsed by the Ameri-

can Foundation for the Blind, the Association for Education and Rehabilitation for the Blind and Visually

Impaired, the American Printing House for the Blind, the Council of Schools for the Blind as well as numerous

other organizations of and for the blind throughout the United States.

Instructional Materials Accessibility Act Update
By Mary Ann Siller, Co-Chair, National Education Program,

American Foundation for the Blind

Editor s Note: It is possible that by the time this newsletter is published, much will have happened with this

legislation. To stay current on the Instructional Materials Accessibility Act, you may want to visit American

Foundation for the Blind (AFB) at <www.afb.org/textbooks.asp>.

National legislation that defines timely access to print media for children who are blind or print disabled is

being debated on Capitol Hill. This legislation is called the Instructional Materials Accessibility Act (IMAA),

and the bill numbers for the IMAA are HR 4582 and S2246.

The Senate had planned to move the bill out of the committee on July 3 1 , 2002. However, it was pulled and

it has not been added to the schedule, as of yet. The blindness field and the Association of American Publish-

ers (AAP) are continuing to work through the questions and concerns, but time is running out.

HURDLE # 1

Recently, the Office of Special Education and Rehabilitative Services (OSERS) expressed reservations w
with key areas of the IMAA. Areas of concern included: .>

The IMAA requirement that a uniform national electronic file format take precedence over various ^
existing state file format requirements, and

The designation of a federally funded national repository to store electronic files.

<M
Advocates feel that both provisions should remain in the IMAA. P5
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HURDLE #2

It is also apparent that the state and federal education officials are not fully aware of the problems that blind

and visually impaired students regularly confront in getting access to their school books in a timely fashion.

Officials need to better understand these problems in order to make a decision on whether to support the

IMAA.

If you have an opinion on this legislation and want your voice to be heard, you may wish to:

• Fax a letter explaining your point of view to members of Congress from Texas who are associated

with the Committee on Health, Education, Labor and Pensions from the U.S. House of Representa-

tives and have not cosponsored the IMAA (go to <www.afb.org/textbooks.asp> for the fax and

phone numbers). The two Representatives are Sam Johnson from Dallas and John Culberson from

Houston.

• Fax a letter to your district member in the U.S. House of Representatives and Texas Senators with

the same information.

• Contact your state director of education to present your opinion on how this bill will impact children

with visual impairments. All key information for fax numbers and e-mails are at <www.afb.org/

textbooks,aspx

AFB keeps track of opinions expressed about relevant legislation. Please send a copy of your letters to Mary

Ann Siller at 214-352-3214 (fax) or <siller@ afb.net>.

President's Commission on Excellence in Special Education

Publishes New Report

By Edgenie Bellah, Family Specialist, Texas Deafblind Outreach

On October 2, 2001, President George W. Bush created the Commission on Excellence in Special Educa-

tion. The Commission was charged with the responsibility to continue the President's educational vision for

America - "an America where every public school reaches out to every single student and encourages every

child to learn to his or her full potential." In order to recommend reforms for the special education system, the

Commission heard from hundreds of families, educators, and communities through public hearings and writr

ten comments. On July 1, A New Era: Revitalizing Special Education for Children and their Families was

published based on that input. Following are the Commission's findings as they appear in the report:

wH
>
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FINDING 1:

IDEA is generally providing basic legal safeguards and accessfor children with disabilities. However, the

current system often places process above results, and bureaucratic compliance above student achievement,

excellence, and outcomes. The system is driven by complex regulations, excessive paperwork, and ever-in-

creasing administrative demands at all levels—for the child, the parent, the local education agency, and the

state education agency. Too often, simply qualifyingfor special education becomes an end-point—not a gate-

way to more effective instruction and strong intervention.

FINDING 2:

The current system uses an antiquated model that waits for a child to fail, instead of a model based on

prevention and intervention. Too little emphasis is put on prevention, early and accurate identification of
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learning and behavior problems, and aggressive intervention using research-based approaches. This means

students with disabilities don 't get help early when that help can be most effective. Special education should be

for those who do not respond to strong and appropriate instruction and methods provided in general educa-

tion.

FINDING 3:

Children placed in special education are general education childrenfirst. Despite this basicfact, educators

and policy- makers think about the two systems as separate and tally the cost ofspecial education as a sepa-

rate program, not as additional services with resultant add-on expense. In such a system, children with dis-

abilities are often treated, not as children who are members ofgeneral education and whose special instruc-

tional needs can be met with scientifically based approaches, they are considered separately with unique

costs—creating incentives for misidentification and academic isolation—preventing the pooling of all avail-

able resources to aid learning. General education and special education share responsibilities for children

with disabilities. They are not separable at any level—cost, instruction, or even identification.

FINDING 4:

When a child fails to make progress in special education, parents don't have adequate options and little

recourse. Parents have their child's best interests in mind, but they often do notfeel they are empowered when

the system fails them.

FINDING 5:

The culture of compliance has often developedfrom the pressures of litigation, diverting much energy of

the public schools' first mission: educating every child.

FINDING 6:

Many ofthe current methods of identifying children with disabilities lack validity. As a result, thousands of

children are misidentified every year, while many others are not identified early enough or at all.

FINDING 7:

Children with disabilities require highly qualified teachers. Teachers, parents, and education officials

desire better preparation, support, and professional development related to the needs of serving these chil-

dren. Many educators wish they had better preparation before entering the classroom as well as better tools

for identifying needs early and accurately.

FINDING 8:

Research on special education needs enhanced rigor and the long-term coordination necessary to support

the needs of children, educators and parents. In addition, the current system does not always embrace or

implement evidence-based practices once established. h^

FINDING 9: M
Thefocus on compliance and bureaucratic imperatives in the current system, instead ofacademic achieve- ^

ment and social outcomes, fails too many children with disabilities. Too few successfully graduatefrom high

school or transition to full employment and postsecondary opportunities, despite provisions in IDEA provid- ffl

ingfor transition services. Parents want an education system that is results oriented andfocused on the child 's V
needs—in school and beyond. M

B
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The report sets forth recommendations addressing each of the nine findings. Following is an excerpt from

the report, which outlines the Commission's three major recommendations:

MAJOR RECOMMENDATION 1: FOCUS ON RESULTS—NOT ON PROCESS.

IDEA must return to its educational mission: serving the needs ofevery child. While the law must retain the

legal and procedural safeguards necessary to guarantee a "free appropriate public education " to children

with disabilities, IDEA will only fulfill its intended purpose if it raises its expectations for students and be-

comes results-oriented—not driven by process, litigation, regulation, and confrontation. In short, the system

must be judged by the opportunities it gives and the outcomes achieved by each child.

MAJOR RECOMMENDATION 2:

FAILURE.

EMBRACE A MODEL OF PREVENTION NOTA MODEL OF

wM
>

w
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The current model guiding special educationfocuses on waitingfor a child tofail, not on early intervention

to prevent failure. Reforms must move the system toward early identification and swift intervention, using

scientifically based instruction and teaching methods. This will require changes in the nation 's elementary

and secondary schools as well as reforms in teacher preparation, recruitment, and support.

MAJOR RECOMMENDATION 3: CONSIDER CHILDREN WITH DISABILITIES AS GENERAL
EDUCATION CHILDREN FIRST.

Special education and general education are treated as separate systems, but in fact share responsibility

for the child with disabilities. In instruction, the systems must work together to provide effective teaching and

ensure that those with additional needs benefitfrom strong teaching and instructional methods that should be

offered to a child through general education. Special education should not be treated as a separate cost

system, and evaluations ofspending must be based on all of the expendituresfor the child, including thefunds

from general education. Funding arrangements should not create an incentive for special education identifi-

cation or become an option for isolating children with learning and behavior problems. Each special educa-

tion need must be met using a school's comprehensive resources, not by relegating students to a separately

funded program. Flexibility in the use of all educational funds, including those provided through IDEA, is

essential.

The Commission believes that the same principals of the No Child Left Behind Act should be the driving

force behind the reauthorization of IDEA. These principals are results oriented accountability; flexibility;

local solutions for local challenges; scientifically based programs and teaching methods; and full information

and options for parents. As IDEA is considered for reauthorization, it is anticipated that this report will have

a strong influence in moving IDEA towards reform. Parents and professionals involved in the special educa-

tion system may wish to become more familiar with the President's Commission on Excellence in Special

Education's report in order to continue having a voice on what is decided. The entire report, which is 89 pages

long, may be found at www.ed.gov/inits/commissionsboards/whspecialeducation/reportspcesefinalreport.pdf.

A Parent's Guide, Serving on Boards and Committees

A Parent's Guide: Serving on Boards and Committees by Sherri Coles, published by the National Informa-

tion Center for Children and Youth with Disabilities (NICHCY), looks at common questions about joining a

board or committee, and discusses the unique strengths and skills the parent of a child with disabilities brings

to the group. This Parent's Guide is accessed through e-mail: <nichy@aed.org> or URL: <www.nichcy.org>.

In addition, NICHCY disseminates other materials and can respond to individual requests for information.

The information is copyright free. Readers are encouraged to copy and share, but please credit NICHCY.
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Websites For Exploring Careers and Developing Work Skills

A great activity for kids and parents to do together is to check out the different types of work people spend

their days doing. One great website to explore is What Do they Do, an educational site that helps kids learn

about what people do at work and how they make our world a better place. After accessing the website at

<www.whatdotheydo.com>, just click on the job that interests you. Another great website to check out is

<www.mapping-your-future.org>. This site provides information on college planning, career options, and

financial strategies. A third website, <www.ed.gov/pubs/parents/LearnPtnrs/index.html>, gives suggestions

for helping your child learn to be a responsible person.

American Foundation for the Blind's CareerConnect

CareerConnect is a free, online, interactive employment planning resource, featuring a database of

more than 1,000 successfully employed blind and visually impaired persons who volunteer their experience to

help other blind and VI individuals navigate a career path. Visit <www.afb.org/careerconnect> to see what all

the excitement is about.

AFB's "Livable Communities" Study

(AFB Press Release)

The American Foundation for the Blind (AFB) has launched a national research project that will provide

information about the "livability" of cities and towns in the United States from the point of view of people who

are blind or visually impaired.

AFB's research will identify the criteria that blind or visually impaired people use to assess their communi-

ties. AFB is using a "life stages" approach, which will consider what is important for children and youth,

working-age adults, and seniors.

The criteria and an initial list of the most highly rated communities will be announced in February 2003 at

"Vision Loss in the 21st Century," an international symposium co-sponsored by AFB and the Foundation for

the Junior Blind.

The purpose of this project is to help blind or visually impaired people advocate for improving the accessi-

bility of their communities. The project will also provide information resources for blind or visually impaired

people—and their families—who are considering a residential move, college attendance decisions, tourist

destinations, and the like.

Z
bThis research goes beyond imagining, toward eventually assuring more livable communities throughout the

nation.

For more information, or to participate, visit: <http://www.afb.org/livability.asp> Oo

or e-mail <livability@afb.net>

or call (800) 232-5463 <M
B

All information provided is strictly confidential. ^j

tt
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CLASSIFIED
Mail or e-mail your new classifieds to Jim Durkel at:

TSBVI Outreach, 1 100 West 45th St., Austin, TX 78756, or JimDurkel@tsbvi.edu.

An up-to-date Statewide Staff Development Calendar is posted on TSBVFs website at <www.tsbvi.edu>.

2003 Texas Symposium

on Deafblindness

February 7-8, 2003

Radisson Hotel and Suites, Austin

Please make plans to attend the 2003 Texas Symposium on Deafblindness ! The event will bring together

families of infants and school-aged children with deafblindness and the professionals and paraprofessionals

who serve them. They will have the opportunity to hear a host of experts discuss various aspects of program-

ming for children and young adults with deafblindness.

Limited funding is available to assist participating families with costs related to travel, child care, and

registration. The Deaf-Blind Multihandicapped Association of Texas will host a Friday evening social for

families, providing them a chance to connect with one another for sharing and support.

Topics will include deafblind-specific information on communication, concept development, behavioral

issues, active learning, sexuality education, assessment, etiologies, mental health issues, auditory training,

cochlear implants, interveners, technology, vocational programming, innovative training in deafblindness for

families and more. Some of our featured speakers include Barbara McLetchie, Harry Anderson, Linda Alsop,

Marlin Minkin, Millie Smith, Dr. Fareed Khan, Donald Potenski, Pam Ryan, Rand Wrobel, and Robbie Blaha.

Several of our sessions will include a case study format. A special awards luncheon will be held on Saturday

to honor outstanding family members, professionals, and paraprofessionals for their contribution to individu-

als with deafblindness.

Out-of-state participants are welcome. Funds are not available from the Texas Deafblind Project to assist

these individuals with conference costs.

w
>
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Registration flyers will be mailed out this fall to our SEE/HEAR readers.

Information will also be available

on the TSBVI website at

<http://www.tsbvi.edu/Outreach/deafblind/symposium.htm>

You may also contact Beth Rees at

512-206-9103 or email her at <bethrees@tsbvi.edu>

to request a registration flyer.
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Developing Communication

Charts for the VI Student

With Multiple Impairments
December 3, 2002

Region VI ESC, Huntsville, Texas

Contact: Gwynne Reeves at 936-435-2155

Note: This workshop is

from 1:00 PM-3 :30 PM

Border Conference:

Educating Students

With Special Needs

December 5, 2002

El Paso Marriott Hotel,

El Paso, Texas

Contact: Rick McCarty at 915-780-5091

TASH
Our Quest:

Opportunity*Equality*Justice

December 11-14, 2002

Boston, Massachusetts

The 2002 TASH Conference is a showcase of

innovative "how-to" strategies, reasearch, and

empowering stories. Each of the over 350

breakout sessions include cutting-edge, prac-

tical information about changing images, atti-

tudes, and systems to empower individiduals

with disabiltiites and their families.

Contact: 410-828-8274

or email <ddotson@tash.org> to receive

a registration packet by mail

or fax or register online at

<http://www.tash.org/2002conference>

Early Intervention/

Programming Strategies

for Infants

with Visual Impairments
December 10 & 11,2002

Region XI ESC, Ft. Worth, Texas

Presenter: Dr. Virginia Bishop

Contact: Olga Uriegas at 817-740-3627

More Power to You:
Using IntelliTools for Students

with Visual Impairments

December 13, 2002

Region IV ESC, Houston, Texas

Presenter: Bruce McClanahan,

Washington State School for the Blind

Contact: Karen Crone at

713-744-6324 or <kcrone@esc4.net>

Strategies for Tactile Learners

December 10, 2002

Spring Branch ISD Support Center,

Houston, Texas

Presenters: Jim Durkel and Ann Rash,

TSBVI Outreach

Contact: Karen Crone at 713-744-6324 or

<kcrone@ esc4.net>

Speech Therapy Series

Attending, Listening, and Responding:

CAPD, ADHD, and Similar Disorders

December 13, 2002

TETN Network broadcast,

Available at all ESCs
Contact: John Bond at (210) 370-5418

b
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Best Practices

and Classroom Strategies

in Auditory Learning
January 17, 2003

TETN network broadcast

available at all ESCs
Contact: John Bond at 210-370-5418

Young Children

with Visual Impairments

January 21,2003

Region IV ESC, Houston, Texas

Presenter: Dr. Virginia Bishop

Contact: Karen Crone at

713-744-6324 or

<kcrone@ esc4 .net>

Texas Focus 2003:

Focus on Tactile Learning
June 12 & 13, 2003- Central Texas

Keynote Speaker: Dr. Sally Mangold
Registration information available at:

<www.tsbvi.edu>

American Association of the

Deaf-Blind—2003 Conference
July 12-18,2003

San Diego State University

San Diego, California

Contact: AADB,
814 Thayer Ave., Ste. 302, Silver Spring, MD 20910

310-588-8705 (fax) or 510-797-3213 (TTY)

<tomjill@juno.com>

wH
>
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Vision Loss

in the 21st Century-

Everybody's Business,

An International Symposium

Addressing the Impact and

Understanding the Challenges

of Vision Loss on Society

February 19-22, 2003,

Beverly Hills, California

Contact: AFB Communications,

212-502-7615 or <afbnews@afb.net>

TAER
April 24-26, 2003

Omni Hotel, Austin, Texas

Contact: Edgenie Bellah at:

<EdgenieBellah@tsbvi.edu>

6th International

CHARGE Syndrome

Conference

July 25-27, 2003-Cleveland, Ohio

Contact: Dennis O'Toole,

(2003 Conference Chair):

<conference@chargesyndrom.org>

13th International

World Conference on

Deafblindness

August 5-10, 2003

Mississauga, Ontario, Canada

Contact: Stan Munroe at 519-372-2068

Email: <stan.munroe@sympatico.ca>

Online: <http://www.dbiconferencecanada.com/>
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Technology

Distance Ed Presentations

for 2002-2003

By Sharon Nichols and Holly Cooper

1 1/20 Accessibility to On-Line and CD Rom
Resources for Students Who Are Blind

12/11 Integrating Low Tech and Switch

Activities Into the Classroom

1/15 What are Talking Books and How do

my Students Use Them

2/19 Let's Create Switch-Accessible Toys

3/5 Integrating Note Takers Into the

General Ed Curriculum

4/16 Routines and Technology: Activities

to Make it Work

5/7 Matching Technology to the Student

Math
Distance Ed Presentations

for 2002-2003

12/4 Consumer Math

1/22 Using Tangibles in Middle School Math

2/26 Preparing Nemeth With the Scientific

Notebook

3/26 Elementary Math

Exact times have not yet been determined

but all presentations will be in the afternoon.

Watch <www.tsbvi.edu> for further information,

or contact Jim Durkel at:

< JimDurkel@tsbvi.edu> or (512) 206-9270.

TSBVI Short-Term Programs

2002-2003

Special Programs were developed to serve academic

students from Texas who can benefit from a short

period of intensive instruction in some area of the

expanded core curriculum for visually impaired

students. Referrals must come from the local school

district (usually the VI teacher). Interested parents

should confer with their school district about objectives

for their child, and work together to make a referral.

Fall Semester 2002

Dec. 1-6 Math (adapted tools &
technology)

Dec. 1-6 Practical Academics (students

below grade level)

*Dec. 12-15 Middle School Holiday Gift

Making

Spring Semester 2003

Jan. 12-17 High School IEP #2 (same as

above)

*Jan. 23-26 Low Vision Weekend

(modifications & adaptations)

Feb.9-14 Middle School IEP #2 (same

as above)

*Feb. 20-23 Teen Getaway (social

enrichment)

39

Mar.23-28 Secondary IEP #2 (same as

above)

*Apr. 5-8 A Capitol Experience (visit &
learn about legislature)

7,
Apr. 13- 17 Elementary IEP #2 (same as S

above) 3
*May 1-4 Elementary Austin Experience C/>

(social enrichment) 9?

* Asterisks mark Thursday - Sunday events.
<M

Contact: Dr. Lauren Newton, principal s
(512)206 - 91 19 or <newtonl@tsbvi.edu> 3
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SEE/HEAR
Published quarterly: February, May, August, and November

Available in Spanish and English on TSBVI's website at <www.tsbvi.edu>

Contributions to the newsletter can be mailed or e-mailed to section editors at:

TSBVI Outreach

1100 West 45th St.

Austin, TX 78756

Deadlines for Submitting Articles

December 1 st for the Winter edition

March 1st for the Spring edition

June 1st for the Summer edition

September 1st for the Fall edition

Production Staff

Editor-in-Chief- David Wiley (512) 206-9219;

DavidWiley@ tsbvi.edu

Layout Editor - Carolyn Perkins (512) 206-9434;

CarolynPerkins@tsbvi.edu

TCB Editor - Jennifer Kocyan (512) 377-0579;

Jennifer.Kocyan@tcb. state. tx.us

Website Editor - Jim Allan (512) 206-93 15;

JimAllan@tsbvi.edu

Production Assistant - Jeannie LaCrosse-Mojica

(512) 206-9268; JeannieLaCrosse@tsbvi.edu

TCB Braille Transcriber -B.J. Cepeda

(512) 377-0665; BJ.Cepeda@tcb.state.tx.us

Section Editors

Family - Jean Robinson (512) 206-9418;

JeanRobinson@tsbvi.edu

Programming - Ann Adkins (512) 206-9301;

AnnAdkins@tsbvi.edu

Jenny Lace (512) 206-9389;

JennyLace@tsbvi.edu

Holly Cooper (512) 206-9217;

HollyCooper@tsbvi.edu

Syndromes/Conditions - Kate Moss (512) 206-9224;

KateMoss@tsbvi.edu

News and Views - Edgenie Bellah (512) 206-9423;

EdgenieBellah@tsbvi.edu

Classified - Jim Durkel (512) 206-9270;

JimDurkel@ tsbvi.edu

The audio version of SEE/HEAR is provided by

Recording for the Blind and Dyslexic, Austin, TX.

If you no longer wish to receive this newsletter,

please call Beth Rees at (512) 206-9103

or e-mail her at BethRees@tsbvi.edu.
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